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Title:
Tide: Unfinished Journeys: Elder Learners in an Assisted Living Facility

While multiple learning opportunities exist as the aging experience unfolds,
elders facing some of the most complex physical and emotional challenges are often
perceived as "too
“too old to learn."
learn,” For those living in long-term care facilities (LTC),
lack of consideration as learners hinders numerous opportunities for growth.
However, within the contexts of aging and learning, an attempt to understand elders
as becoming and conceptualize them as learners might better serve their experience
in long-term care.
The purpose of this study was to record notions about learning by capturing
individual voices and shared meanings of a group of assisted living facility (ALF)
residents as they considered what learning means to them. Participants in this study
were 11 residents of a suburban assisted living community in Washington County,
Oregon. All participants were at least 70 years of age. This 8-month qualitative field
study compiled data gathered through utilization of participatory and naturalistic
observation, one-to-one interviews, and a focus group.

Six Categories of Inquiry were used to frame the exploration: What is
Learning?; How are you a learner?; How does aging influence learning?; How does
your health influence your learning?; How does living in this ALF influence your
learning?; and What choices and access do you have to learn? Data analysis included
direct transcription of resident comments during ongoing collaboration as standstand
alone narratives; immersion of researcher into transcriptions and field observation
notes to allow for new themes to naturally emerge; open coding of word and phrase
usage to reduce, integrate, and synthesize themes as they related to the categories of
inquiry; and a focus group session for dialogic reflection.
The salient feature of an internal tension between feeling both unfinished and

having potential was expressed. Within this tension,
tension. key elements associated with
learning and living in an ALF were found to be that learning has many meanings
including growth, change, hand-work, and artistic expression; respondents described
themselves as lifewng
lifelong learners regardless of physical or emotional challenges; and
rather than aging itself, age-related sensory changes and impairments have a
profound impact on learning.

I didn't
didn’t realize I was old until
I started living with old people.
~Research Participant
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Glossary of Terms
Elder: Greater in superiority or age [positive connotation].
Elderlv: Older people as a group [negative connotation].
Frail: Multiple physiological system challenges with stamina, reserve, strength, or
recovery capacity that puts person at increased risk of disability and death from
minor external stresses.
Long Term Care (LTC): Residential, in-home, and community-based services of a
medical, personal, or supportive nature for individuals who have chronic
impairments over a long period. Long-rterm care can consist of care in the home,
adult day health care, or care in institutions ranging from assisted living to skilled
nursing.
Neglect & Abuse: Neglect includes the failure to provide (or withholding) goods or
services to avoid physical or mental harm, while abuse is any harmful treatment.
Old: Definition variable and arbitrary. For example, gerontologists traditionally
focus on persons aged 60 years and older. The federal government uses age 65 as a
marker for full Social Security and Medicare benefits. Researchers identify
subgroups of "older adults" as "younger old" (ages 65-75), "older-old" (ages 75-85),
and "oldest old" (ages 85+).

Introduction
As a gerontologist and educator, I strive to improve long-term care (LTC)
experiences for elders. I pursue explorations into aging and life in care facilities
because I believe that lifelong learning is a human need, desire, and right which is
compromised for elders as a result of their medical labels. Typically, a diagnosis of
frail or confused engenders case plans and program goals that aim to “manage
behaviors” of those who struggle to express themselves. Across disciplines, older
adults facing some of the most complex physical and emotional challenges are not
perceived of as learners. Stigmatization and a lack of consideration as learners
constitute deprivation that hinders opportunities for self-efficacy and growth.
The frame of reference for this inquiry emerged from the convergence of
philosophical underpinnings of the social, critical, and biomedical paradigms. Illness
or impairment impacts the person, family, society, and practitioners in unique and
overlapping ways. While gerontology includes the study of all phenomena related to
aging, geriatrics is the branch of medicine dealing with diseases specific to old age.
Currently, the biomedical frameworks of geriatrics dominate perceptions of and
interactions with the oldest-old (Lown, 1999; Polivka, 2000; Wahidin & Powell,
2003). As a result, residents are perceived through deficit models that negate images
they hold about their own capability or self-direction.
In this exploration, the research participants helped me to understand that
aging is part of a lifelong tension of feeling that they are both unfinished and have
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potential. Writing about a philosophical ethics of late life, Rentsch (1997) well
captures this idea,
In growing up and maturing, one’s perspective changes in a meaningfully
experienced life. Human beings are not just to be understood as meaningful
projects in themselves, but rather as beings who are capable of fundamental
changes in perspective. They must be capable of this too, for the unique
totality of life says that everything fundamental happens only once: only once
is everyone a child, a young person, an adult, only once is there an entry into
later life. These all occur without a chance to rehearse: life is a continuous
premiere. Every new opportunity in life is simultaneously a loss; every loss, a
gain. (5 18)

This exploration generated a variety of themes relevant to understanding
assisted living facility (ALF) residents and their pursuit of self-expression and
creativity through learning experiences. Fundamentally, the dual purpose of this
study was to explore and record notions about learning by documenting individual
voices and shared meanings of a group of ALF residents as they considered what
learning means to them and attempt to contextualize such perspectives.
In so doing, a primary aim had been to capture and convey my interpretive
understanding of learning in their context (Piantanida & Garman, 1999, p. 139).
Although I do not claim generalizability, I hope this work will contribute to an
interdisciplinary dialogue that supports reconfiguring images, expectations, and
program development. And, perhaps, the medicalized perspective of the aging
experience might be enhanced with understandings to better meet the holistic needs
of these self-defined learners who are more than their diagnostic labels.

3

The theoretical conceptualization of the problem, research question,
categories of inquiry, and the design rationale are delineated in Chapter I. A personal
historical context to explain how I situate myself into the research problem is also
included. A critical review of the literature related to the problem and identified gaps
as they informed the inquiry are outlined Chapter II. Thematically, the literature
review is divided into four sections: ethical issues and research with older adults in
LTC; current conceptualizations of the older learner; illness and diagnostic labels;
and an overview of long-term care. Chapter III outlines the methodology, design
specifics, and problems. In Chapter IV, findings are represented by portrayals of
each research participant that include their transcribed answers to the 6 categories of
inquiry of:
•

What is learning?

•

How are you a learner?

•

How does aging influence your learning?

•

How does your health status influence your learning?

•

How does ALF living influence your learning?

•

What choice and access do you have to learn?

Additionally, researcher observations synthesized from field notes and
personal journal entries will also be included. Chapter V documents the immersion
of the researcher into the transcribed interviews and field observation notes and the
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open coding analysis. An integration of Roger’s (1951) Person-Centered theory with
notions about learning from the narratives of the ALF residents is outlined and open
coding of word usage is considered. In addition, emergent themes are highlighted
and categories of inquiry are revisited. Chapter VI includes a discussion about
research claims, lessons learned and future considerations.
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Chapter I: Nature of the Problem
Theoretical Conceptualization o f the Problem
Development of an individual is a lifelong process, never fully completed
until death (Smith & Pourchot, 1998; Vaillant, 2002). Within the context of life in an
assisted living facility (ALF), biomedical, cultural, and worldviews converge and
compete. Because of this, the medical model often devoices and pathologizes a
person’s experience of illness (Frank, 1991,1997,2000; Kleinman, 1988; Remen,
2000; Titchkosky, 2003). Western medical culture values the scientific pursuit to
control symptoms and devalues exploring complex and deeper meanings of the
illness experience (Cassel, 2002; Kleinman, 1988; Lown, 1999). However, an
attempt to understand personal meanings as learning opportunities might enhance
care experiences. A resurgence of objectivist and modem trends has recast the nature
of life in long-term care. One result has been care providers who view learning as a
way to have residents “behave appropriately” rather than considering learning as a
form of empowerment.
Evaluating suffering within a postmodern context involves interpreting and
validating stories of illness and learning through an analysis of whatever patterns of
beliefs emerge over time (Frank, 2004). This exploration of older adult learners
living in a care facility viewed them not as a collective homogenous other, but as a
spectrum of learners in a community. In reference to critical gerogogy and liberatory
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curriculum, I followed what Formosa (2002) suggested for educators and “immersed
within older people’s thematic universe in order to develop generative themes which
then are codified into other motifs that older learners can identify with” (p. 70).
Problem Statement & Research Question
Elders living in LTC are often stigmatized and de-voiced by their diagnoses
that marginalize them from being perceived as learners. What might learning mean
to 11 residents o f an assisted living facility in Washington County, Oregon?
Categories o f Inquiry
Thematic categories emerged with a review of the literature and reflect both
current knowledge and gaps in understandings. As the dissertation progressed, the
six Categories of Inquiry were further honed and are noted in Table 1.
Table 1: Categories of Inquiry____________________ ___________________ _________
Category of Inquiry
1
What is learning?
2
How do you describe yourself as a learner?
How does aging influence learning?
3
4
How does your health status influence your learning?
How does ALF living influence your learning?
5
6
What choice and access do you have to learn?

Design Rationale
Trends in gerontological and geriatric research have relied heavily on
quantifiable evidence-based outcomes that are typically reduced and synthesized into
practice guidelines. Positivist research methodology has long dominated
gerontological research (Gubrium & Sankar, 1994; Reinharz & Rowles, 1988). In
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my geriatric, academic, and clinical work experience I am repeatedly told by senior
medical administrators and research program directors to use numbers—not
words—to explain, predict, and treat. Additionally, guidelines for the meta-analyses
I am assigned in these work contexts require quantitative journal data, with other
sources such as first-person narratives disregarded or viewed as shoddy.
The impact of our increasingly aging population is enmeshed with
sociopolitical implications (access and allocation) and community and public health
concerns (housing and service delivery systems). Thus, knowledge related to context,
culture, and belief systems should be embedded in the inquiry into aging research. A
rigorous, diverse, and multi-dimensional research base needs to be pursued related to
learning across the life span. For those labeled as “too old” the struggle to maintain
autonomy and be a partner in ones own care calls forth questions about informal,
formal, and self-directed learning in a LTC facility. As outlined by Reinharz &
Rowles (1988), qualitative gerontology is:
Concerned with describing patterns of behavior and processes of interaction,
as well as revealing the meanings, values, and intentionalities that pervade
elderly people’s experience or the experience of others in relation to old
age.. ..[and] seeks to identify patterns that underlie the lifeworlds of
individuals, social groups and larger systems as they relate to old age. (p. 6).
Therefore, to get at possible meanings and themes related to learning as
experienced by some residents in an ALF, I joined in activities and shared with the
study participants a journey of discovery over an 8-month period. The foundation of

8

construct of modernity (see Polivka, 2000). I reflexively explored and recorded
notions about learning through the individual perspectives and shared meanings of a
group of 11 residents. Formosa’s (2002) suggestions about methodological strategies
were incorporated to:
Direct energies to the formulation of strategies that first highlight older
people’s subjugated role in the social matrix of domination, and secondly,
that treat the prospect of social transformation, empowerment, and
emancipation as a real possibility, (p. 79)
As Stafford (2001) encouraged, I worked to reframe the research participants
“as first, embodied and recognized voices and, second, as collaborators in designing
and developing programs and services” (p. 558). Additionally, components of
Henderson’s (1988, pp. 47-49) list of possible benefits of ethnographic research are
highlighted for the rationale of design selection of this inquiry and include:
• In-depth and empathic insight into the phenomena being studied
• Understanding of culture-specific behavior
• Detection of subtle but significant cultural elements
• Linkage of researcher with lives of the researched through conversation
• Sensitivity to situational shifts and negotiation of daily lives
•

Attunement to details and subjective realities
A confused older adult, for example, may respond positively to a therapeutic

intervention with a measurable decrease in agitation and wandering as
conceptualized through a quantitative study. The meaning of the behavior or the
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cause of the behavior may, however, not be discovered nor fully understood. Further,
the “positive” response as interpreted by a staff which values decreased agitation
may, in fact, be a response to a perceived threat by the client that showing expression
is undesired. Therefore, getting at the multiple truths of the behavior through an
observation should be triangulated not only from a variety of perspectives, but also
be conceptualized within a contextualized experience of cultural norms,
expectations, and assumptions.
I attempted to accomplish triangulation through a combination of participant
observation, one-to-one interviews, field notes, and repeatedly checking with the
research participants themselves to verify my transcriptions and interpretations.
However, Thorne, Kirkham, & O’Flynn-Magee (2004) made clear the importance of
explicit awareness of my own role as an interpretive investigator. They cautioned,
No matter how participatory and collaborative the method, it is the researcher
who ultimately determines what constitutes data, which data arise to
relevance, how the final conceptualizations portraying those data will be
structured, and which vehicles will be used to disseminate the findings. (12)
Personal Historical Context
Each of us is aging across a variety of spectrums. Yet, much of our awareness
about aging is viewed as a decline (Cusack, 1999). Even with the recent
establishment of institutes on aging, as Levinson noted in 1986, “gerontology has
not gone far in developing a conception of the life cycle” (p. 4). When I first began
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to work with organizations that serve frail and cognitively challenged elders,
program administrators frequently made such comments as:
“We don’t use terms like learning with ‘them’; change your language.”
“We should be concerned with proper care, not education.”

Such perspectives continue to pervade aging milieus. Yet, while working
with diverse groups of LTC residents in a variety of clinical and community settings
over the last 13 years, elders have conveyed their interests to continue both formal
and informal learning activities—no matter what their level of physical or cognitive
status. Their interests include medical, political, personal, and creative inquiry. Most
of them expressed desires about their independence as they feel they are increasingly
losing their autonomy and opportunities for self-direction.
Woven into the comments of the elders I worked with are ideas related to the
findings of Boyd & Fales (1988); Belenky, Clinchy, Goldberger, & Tarule (1986);
Daloz (1986); and Rossiter (2002) that note two common themes in relation to adult
perceptions of learning:
1. Includes meaningful activities with a direct connection to experience.
2. Involves the need to confront and/or work through some kind of challenge.

Like Leclerc (1985), I have found that the ability to cope and achieve social
connectedness are relevant issues for the older learner diagnosed with a chronic
illness. But the insidious power and saturation of aging stereotypes, along with
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pervasive biomedical paradigms of aging (Wahidin & Powell, 2003), have led many
seniors themselves to resort to what McLaren (1989) describes as:
Intellectual purple haze where anything more challenging than the late night
news is met with retreat or despair; and of course it is the dominant culture
that benefits most from this epidemic of conceptual anesthesia, (p. 189)
Self-directed learning is a necessary component of coping with shifting needs
and experiences that include illness or disability. Encountering new medications or
dealing with loss are examples of life experiences that can be reframed through
learning. This exemplifies Brookfield (1986) and Spear’s (1988) findings about the
usefulness of serendipitous and unplanned learning. Also, many parallels exist
related to critical reflection as offered by Freire (2001), Mezirow (1991), and Ray
(2000).

For example, I have learned from talking with residents that although they
may not be familiar with educational pedagogy, they often find an immediate
connection with Lindeman's (1961) assertion that "education is life" and "to be
educated is not to be informed but to find illumination in informed living" (p. 110).
These learners situated their personal troubles within the context of wider social
forces and structures such as medical systems that disenfranchised them with
confusing bureaucracies.
As part of my overarching goal to facilitate learning opportunities for elders
living in LTC, I wanted to first begin to uncover how they define themselves as
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learners and what learning might mean to them. A cross-disciplinary and integrative
review of the literature was warranted in order to capture themes relevant to aging,
learning, and care. The compilation of a broad cross-disciplinary review aimed to
reflect the lack of research specifically related to learning concepts for older adults
labeled as frail or confused and discover possible philosophical underpinnings for
such gaps. Because this inquiry involved direct interactions with vulnerable elders, it
was vital to include in the literature review such considerations as ethical issues in
research with frail elders, ALF models, and notions about illness experiences.
In Chapter II, I begin this inquiry with a thematic review of literature
targeting considerations about doing research with older adults and have included an
overview of senior rights in the LTC organizational context. Following that, I
synthesized the literature related to conceptualizations of the older learner across
disciplines and included an outline of developmental learning theories as they
intersect with cognition and aging. The chapter also includes a review of
philosophical and societal influences on some access and barrier issues for older
adult learners. A third section of the literature review frames an evaluation of
diagnostic & illness labels as they impact the lives of people in a care context.
Finally, the chapter concludes with a review of some of the gaps and implications of
the literature review.
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Chapter II: Literature Review
Introduction to the Literature Review
This project began at the convergence of biomedical, social, and critical
perspectives grounded in three assumptions: (1) educational gerontology is currently
not established as an area of inquiry (Glendenning, 1997; Weaver, 1999);
(2) the oldest or most frail elders are not considered as likely candidates for learning
and exist in exclusion (Ardelt, 2000; Aylward, Stolee, Keat, & Johncox, 2003;
Friedell, 2004; Purdie & Boulton-Lewis, 2003); and (3) even with memory decline,
dimensions of cognition can be improved through training or practice (CaprioPrevette & Fry, 1996; Cohen, Sandel, Thomas, & Barton, 2004; Howard, 2000). The
purpose of this investigation was to describe the meanings of learning as the
residents of an ALF describe them. My inquiry, however, has broader implications
for the future based on the U.S. Bureau of the Census (2001) numbers that find by
2030,20% of the population will be over 65 and people with Alzheimer’s Disease
will be over 13 million (Herbert, Scherr, Bienias, Bennett, & Evans, 2003).
An integrative review of the literature across disciplines was aimed to capture
themes relevant to aging and to reflect the limited research specifically related to
learning concepts for elders living with illness or disability. Henderson’s (1994)
point highlights the spectrum of exploration I attempted:
Fieldwork is not a random inquiry. The fieldworker typically enters the field
with specific domains of interest...perceived as interlinked systems. Ideally,
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the ethnographer will collect sufficiently in-depth data to understand the
multiple systems and their interactions, (pp. 38-39)
References to literature are woven in throughout this paper, as I agree with Glesne
(1999) that reading “widely and deeply throughout my inquiry” rather than
completing the literature as a precursor before analysis. Such an approach enhanced
the reflexivity of the project. It was a challenge to meaningfully synthesize from the
multi-disciplinary review without reducing or co-opting. I outlined the four
categories noted below as the foundation of the review and built in an on-going
process of reflection and integration of literature throughout the research project.
•

Ethical issues in gerontological research

•

Current notions about older adults as learners

•

Illness narratives

•

ALF models of care

Ethical Issues and Research with Older Adults in Long-Term Care
Ethics and the Politics o f Aging
Senior Rights in Historical Context.
July 14, 1965, Lyndon Johnson signed into law the Older Americans Act
(OAA), the inception of the nation's public policy for older adults (Wacker, Roberto,
& Piper, 1998) and in doing so, legitimized seniors as a constituency deserving of
legislation designed to fund interest efforts (Hudson, 1994). In addition, this
legislation was the first to link disconnected public and private service delivery
systems in order to meet the needs of elders at the community level (Lee as cited in
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Wacker, et al., 1998). Primarily, however, as heightened awareness of problems in
the quality of care in LTC facilities and increasing incidents of abuse and neglect
gained national attention, federal programs were enacted to counter the vulnerability
of nursing home residents.
Powell, Branco, & Williamson (1996) illuminated additional contexts with
relevant political themes impacting the evolution of establishing policy for the
elderly. They asserted that there has been an "emphasis on the role played by
symbolic politics during the twentieth-century struggles for seniors to achieve
social justice" (p. 5) and embedded in this perspective is their assumption:
Symbolism and skillful manipulation of public perceptions have often been
as formative in shaping American old-age politics as the more tangible
realities of economic conditions, group resources, and demographic change,
(p. 7)
They noted that politics is not merely a matter of "who gets what, when,
and how (as quoted from Harold Lasswell, 1958), but is also "a matter of who
defines what, when, and how" (Stone, 2002, p. 7). Though Stone stated "since
there are competing conceptions of abstract goals, people fight about which
conception should govern policy" (p. 133), a counter assertion could be made that
the elder rights movement brought together many who similarly defined the
distributive needs of seniors in a formidable act (OAA) beginning in the 1960's
and which continues to present day (Kassner, 2001).
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Additionally, the problem definition related to elder rights as a social
movement spanned far and wide allowing for overlapping and converging use of
symbols, numbers, and causes (Stone, 2002) which has contributed to multiple
interpretations of equity and equality. For example, narrative stories in police
reports, social service files, and the press detailing abuse of nursing home
residents reflects themes of decline and control, metaphors of disease and
pathology, and dramatize aging and illness. The sense of ambiguity much of
society shares about growing older and dying all resonate with emotions, beliefs,
and political potentialities for the people and the market. American ideals
exemplify the collective goal to live a quality life, but aging, declining health, and
the threat of institutionalization (both in terms of treatment and housing) emerges
as a "discrepancy between the goal and the reality” (Stone, 2002, p. 11).
Long-Term Care Organizations as Systems.
Instituting senior policy inadvertently brought along with it an increase in
institutionalized systems and bureaucracies designed to treat or care for
vulnerable seniors. Warehousing, isolation, and neglect have become both
materially and symbolically linked with long-term care. When viewing aging
services through the perspectives of institutional and systems theory (Easton,
1957; Rowan & Miskel, 1999), a cyclical irony becomes apparent on two levels.
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First, the inherently closed system of a care facility necessitates
interventions linked with multiple levels of the larger social environment. It is
interesting to note that the same larger open system which has set forth mandates to
monitor and change has bred policy making instruments which have fostered the
proliferation of institutional models that require the monitoring (Meyer & Miskel,
1991; Rowan & Miskel, 1999). If Easton's (1957) framework of inputs, outputs, and
consequences is used as an additional lens, a perpetual loop ensues—policy
implementation of a good to correct a bad, with another good that produces another
bad, and so on.
A second level of incongruence within the institutionalization of elder
rights and measures intended to protect institutionalized elders exists when
considering the tension between efficiency and legitimacy (Rowan & Miskel,
1999; Stone, 2002). In the pursuit of the largest benefit for the least cost,
institutionalization of methods and approaches is often both the model and the
vehicle used to streamline services in order to maximize benefits. Profits before
people results in neglect of elderly residents and can take many forms including
the failure to thrive as a result of lack of stimulation. In 2001, one third of all
nursing homes were cited for abuse violations (NNHA, 2002). Yet, while the
fundamental concept of autonomy is held as imperative in our culture, the LTC
experience for the frail elder often discourages individual expression. This inquiry
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considers the oldest-old LTC residents as learners not as a theoretical exercise, but
as an ethical imperative.
Significance for Learners in Long-Term Care.
A detailed exploration into values or ethics is beyond the scope of this paper,
though these principles are fundamental to this inquiry. In order to establish a
foundation of understanding for the reader, I offer a brief reference to core concepts
of ethics and values as they relate to LTC. A review of such moral reasoning as
Utilitarian Theory or Kantian Ethics is not part of this paper, though consideration of
these and other frameworks is important to facilitate future discussion. Instead, an
objective is to illuminate the point that values are what an organization chooses to be
worthwhile and become the guidelines for their actions (Greenfield, 2003).
Bolman & Deal (1997) acknowledge that in response to corporate greed,
corruption, and dishonesty, there is a movement aimed at including ethics
curriculums in professional training programs, corporate codes of ethics, and
stronger legal requirements. Yet, current headlines and statistics reflect their
additional point that these attempts are not enough—especially in LTC. News
reports of violations and greed in care facilities are frequent and found across the
country (Fulbright, 2002; Snyder & Associates, 2003).
The boundaries between autonomy and control, capitalization and
exploitation, service and marginalization become blurred due to competing and
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complimentary perspectives. The National Nursing Home Association (NNHA,
2002), along with the United States Department of Health & Human Services
(USDHHS, 2000) has reported that almost two million Americans live in 17,000
nursing homes across the country. These same sources also found that reports of
abuse in nursing homes have more than doubled with the failure to thrive through
lack of stimulation—both physical and cognitive—as the single most common
symptom of neglect.
While some claimed that progress has been made on behalf of improving
the quality of life for seniors living in LTC facilities (Estes, Zulman, Goldberg, &
Ogawa, 2001; Hunt, 2000), the same researchers asserted that multiple levels of
conflict and barriers to effective care are evident. Vocal and active efforts of such
interest groups as the Gray Panthers and American Association of Retired Persons
(AARP) paved the way for advocacy groups to realize lobbying power.
Regardless of political frameworks or partisan goals, successful advocacy
continues to emerge from collaboration and a core motivation to work together to
acknowledge weaknesses and seek solutions. Meeting the needs of vulnerable
elderly requires an awareness and ownership of aging as a reality as opposed to a
youth-oriented focus that heavily venerates anti-aging. Both political and market
mentalities cling to beliefs which view aging as something to deny, prevent, or
delay. As a result, frail elders who previously aged in place as household
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members are often marginalized and are increasingly dependent on
institutionalized care.
What about the concept of service in long-term care? Remen’s (2000)
thoughts about her clinical work and Paulo Freire's (2001) critical reflections on the
concepts of service and power in education highlight the potential for oppression
within a care relationship. They both make clear that working from a place of
judgment and paternalism as an attempt to "fix" another is disempowering. Rather,
service should be a partnership and collaboration of what each person values and
brings to the interaction. Role confusion can lead to power dynamics that prevent a
sense of partnership between leaders and staff and between staff and residents. Value
and priority conflicts and unclear definitions and goals not only result in a
marginalized and maladaptive staff, but lead to lethal results for the residents.
Simply acknowledging the existing confusion and stratification without blaming can
be a first step to foster communication.
Gerontological Research Ethics
I agree with de Laine (2000) that ethical practice for the contemporary
fieldworker requires critical and reflective thinking. In addition, the concept of
personhood is the most central ethical concept in research with human subjects, and
"viewing the subject as valuable in him/herself, having intrinsic worth, and not
simply a means to some further end" (Davis, 1981, p. 271). In terms of vulnerable
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populations, the question of involvement in a participant's life and preparation to deal
with the reality of intervention issues must be considered (Strain & Chappell, 1982).
Regarding research with groups in institutions, Lyman (1994) claimed that field
research in “group and institutional settings allows for in-depth exploration of the
meaning of a place to its members and of the effect of the place on the self’ (p. 155),
while Jefferys (1990) cautioned that “intentionally or otherwise, directly or
indirectly, research will impinge upon the group being studied” (p. 191).
Within my inquiry, I relied on suggestions put forth by Reinharz & Rowles
(1988) for qualitative research, and primarily focused on understanding and
conveying experience in lived form; attempted to tap the meaning of experiences by
presenting analyses based on clearly defined descriptions; and paid careful attention
to the data collection process itself. They also cited sources to support the
perspective that with each interview, assessments are revised because personal
interaction and observation also facilitate description of the quality of relationships
and processes of change as they unfold (Bigus, Hadden & Glaser, 1982). Ultimately,
Chesney (2001); Denzin & Lincoln (2000); Neugarten (1985); and Reinharz (1984)
agreed that within a holistic perspective, qualitative researchers recognize that they
are part of the phenomenon being studied and use their reflexive and reflective
experiences as data.
Davis’ (1981) caution that to "separate out the elderly as a special group is

22

only to further stigmatize them" (p. 269) engendered critical reflection about this
inquiry, and was dually considered with Dill’s (1994) point that a common objective
of qualitative research should be to represent the social world with authenticity,
sensitivity, and fidelity. Dill encourages reflexive inquiry with such questions as
"What is it that justifies the authority of the researcher to voice these perspectives?
And, by what, or whose criteria, can the results be fairly judged?" (p. 234). Gubrium
(1993), Tomstam (1992), and Vesperi (1985) make the relevant point that
gerontology has similarly been charged with privileging its theoretical apparatus
over the voices of the often so-called frail elderly themselves.
In describing their geriatric research, Yordi, Chiu, Russ, & Wong (1982)
focused on the ethical problems that may arise during research involving a
vulnerable elderly population. The investigators acknowledged that although a
research interviewer's role is not that of a case manager, in reality the interviewers
may be confronted with some situations when the rule of "no intervention" presents a
major ethical dilemma. Though they did not attempt to establish specific protocols,
their detailed critique alerted me to potential problems.
In addition, Strain & Chappell (1982) noted that in all studies, project
personnel often find themselves in situations where a decision has to be made
immediately regarding the actions they will take. These include requests by the
participants to have researchers assist with personal needs, pleas for emergency
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intervention by service agencies, or observations of undiagnosed health problems.
The researchers found that some service needs of the elderly frequently become
apparent during interviews. Reflective of this was the point made in the concluding
summary of Yordi, et al. (1982):
From a methodological standpoint, building a limited service component into
the research design can be done in a manner that will not, in the majority of
social experiments, significantly alter the study outcomes—and benefits to
the research project can be considerable, (p. 77)
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Conceptualizing the Older Learner
Brain Function, Cognition, & Aging
In terms of brain function and cognition, much of the literature available to
geriatric practitioners and gerontological educators emerges from medical data and is
increasingly conceptualized through de-personalized brain imaging technology and
deficit models. Investigation of intelligence over the life span is sparse and
controversial secondary to such dilemmas as how to define intelligence (Merriam &
Caffarella, 1999; Pinker, 1997), how to distinguish between multiple types (Gardner,
1993,1983), and how they are measured (Restak, 1997).
For example, Fenwick (2000) explored cognition and knowledge contexts by
highlighting dominant learning theories. She noted it is "problematic creating any
typology" and that categories which seem "natural and given are highly constructed"
(p. 246). Her work is a call to critically evaluate dominant perspectives and to keep
at the forefront of epistemological pursuit continual questions about how we define
what we are seeking to understand. Her point supports that of Mezirow (2000):
Our option in the face of paradox is to bridge. . . the simultaneous existence
of mutually exclusive internal, external, and relational realities, (p. 13)
When working with elders whose realities continually shift as needs and
physical abilities fluctuate, methods and approaches of cognitive evaluation also
need to flex. Taken together, what Bateson (1994), Fenwick (2000), Mezirow
(2000), Sabat (2003) and others have suggested is a heightened awareness that
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learning and selfhood are complex and shifting. Individually, each researcher offers a
unique and valuable interpretation of method and application. But a theme of
possibility is threaded throughout their conclusions: Working intentionally from a
place of paradox and dynamism within a variety of perspectives might empower and
cognitively enhance learning for unique populations.
Other theorists have also called into question how concepts such as intuition,
curiosity, and wisdom were framed within the learning experience as related to age
(Dychtwald, & Flower, 1989; Hiemstra, 1993; Snowdon, 2001). Brandt & Perkins
(2000) emphasized the dynamic relationship between brain research and educational
practice. Their assertions highlight a timely interrelatedness of cognitive science and
educational practice as they link the evolution of behaviorism, constructive
cognition, and intelligence controversies with the works of current brain researchers.
Although Brandt & Perkins emphasized formalized education, their work reflects the
needed approach of bridging different disciplines. The exploration can be broadened
with such researchers investigating these perspectives across the life course.
Some researchers (Kausler, 1994; Kramer, Bherer, Colcome, Dong, &
Greenough, 2004; Mehrotra, 2003; Stuart-Hamilton & McDonald, 2001) caution that
interpretations about age-based cognitive decline should be made with care. After a
comprehensive review of the literature related to cognition and aging, Schaie (1990)
found that significant reductions in cognition are not common until the late 80’s and
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appear to be variable across abilities and individuals. Additionally, Merriam &
Caffarella (1999) found factors which confound the question of intellectual ability
and aging including, "definitions of age or aging, definitions of intelligence, types of
tests used to measure intelligence, research methods and their pitfalls" (p. 184).

Learning Orientation & Process
Theories related to stage development, along with conflicting ideological
questions related to how learning is defined, measured, and experienced are evident
in the literature (Erikson, Erikson, & Kivnick, 1986; Merriam & Caffarella, 1999;
Moody, 1988; Restak, 1997). Conceptualization and evaluation of the life course
have been problematized by such researchers as Levinson (1986) and Restak (1997).
Most literature reviewed noted disputable emphasis on the reliance of youth-centered
and ageist stereotypes in practice and research (Brookfield, 1987; Nelson, 2005;
Restak, 1997; Schleppegrell, 1999).
Though Irvine & York (1995) referred to culturally diverse students in their
literature review, their assertion that it is problematic to define learning styles and
make a distinction between ability and style is a key point of impact for the frail
learner, as reliance on de-contextualized mental status tests by care providers
increases with physical decline (see also Soulsby, 2000). These indicators attempt to
quantify existing cognition status. Clinchy's (1990) assertion that we are "taught that
qualitative changes in ways of knowing end in early adolescence" (p. 164) makes
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clear the dual difficulty of defining what we think we know by what we believe we
know at any age.
Though the subjective/objective debate is relevant to this exploration, it is too
broad a theme to address in this paper. What I can offer through my understanding of
what the theorists put forth related to this conundrum is that the potential for growth
exists by first acknowledging the multi-facetedness of our perceptions within many
contexts.
Threaded throughout my review were the non-age-specific themes of learning
as change (Kawagley, 1990; Merriam & Caffarella, 1999; Mezirow, 2000; Sosniak,
1987); learning as connection (Bateson, 1994; Brookfield, 1987; Rowe & Kahn,
1998); and learning as meaning making (Mezirow, 2000; Sfard, 1998, Sosniak,
1987). I have discovered hope for supported lifelong learning with empowering
conceptualizations in Bateson's (1994) assertion that ''learning evokes the being of
the learner" (p. 198) and her point that relationships are fundamental to the
connectedness of learning. Her notion of connectedness reflects links between
learner, other learners, and the environment, and the transcendent connectedness
within the learner as a changing self of knowledge.
I also heard echoes of theorists (from Dewey to Mezirow) with Sosniak’s
(1987) point that "making meaning, in the final analysis, is what learning is about at
its best, both for personal fulfillment and for social enrichment" (p. 535). When
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Mezirow (2000) stated "what counts is what the individual learner wants to learn" (p.
31) he could be speaking about the child who is learning to write or to the nursing
home resident whose words are tangled, but whose feelings seek understanding and
expression. Mezirow’s words can be applied to the illness experience as he describes
our urgent human need to “understand and order the meaning of our experience, to
integrate it with what we know to avoid the threat of chaos” (p. 3).
Phillips & Soltis (1998) reinforce this perspective with their contention that
in all of Dewey’s writings, he articulated that "thinking always gets started when a
person genuinely feels a problem arise" (p. 39). Such a perspective also relates to the
critically reflective work offered by Brookfield (1987, 2000) and Freire (2001).
Across disciplines, much of what these theorists conceive of and question has
relevance to the pursuit of knowledge for all learners. These paradigms reflect a
lifelong human desire to learn—no matter what the context, culture, or diagnosis.

Developmental Theories & Learning
In terms of popular perspectives related to developmental theories and older
adults, the notions include later life being a unique stage (Moody, 1988) and Roger
Hiemstra’s (1993) idea that older adults are heterogeneous and multi-dimensional in
terms of needs and abilities. Belcheir (1998) added that there are questions as to
whether adults actually learn any differently than other age groups. Merriam &
Caffarella (1999) pointed out:
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The concept of development, as with learning, is most often equated with
change. Some view change resulting from development as an orderly
progression, while others find little that is preprogrammed, (p. 93)
Further, Merriam & Caffarella (1999) organized developmental theories into
four categories: (a) sequential, which included age-related phases and stages as
outlined by Levinson (1986) and Havighurst (1972); (b) life events and transitions
which are not tied to age but inform trajectory of life-cycle as offered by Schlossberg
(1989) and Creel (1996); (c) relational models of development which are grounded
in feminist theory and focus on the centrality of relationships as constructed by such
theorists as Bateson (1989) and Brown & Gilligan (1992); and (d) recurring
developmental issues related to themes of identity and intimacy such as those
considered by Erikson, Erikson, & Kivnick (1986).
Access & Barriers
Philosophical Underpinnings.
I want to reiterate my personal stance that frail older adults are marginalized
in both practice and research related to cognition and learning. I have explicitly
grounded my investigation in the assumption that although learning is a lifelong
process, a multitude of barriers exist which deny learning and result in deprivation.
Such blocks include attitudinal, environmental, and pedagogical themes (Erikson,
Erikson, & Kivnick, 1986; Hiemstra, 1993; Schleppegrell, 1999). The literature
highlights demographic shifts and evolving social implications which increasingly
impact older adults and institutions related to learning (Dychtwald & Flower, 1989;
Hiemstra, 1993; Imel, 1997; Rowe & Kahn, 1998). Educators and gerontologists
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alike emphasize the need for flexible, anti-authoritarian, and liberatory practices
(Formosa, 2002; Merriam & Caffarella, 1999; Schleppegrell, 1999; Stafford, 2001).
Bateson (1994) and Philips & Soltis (1998) highlighted the emancipatory
qualities of learning as a skill for survival, a "vital function" (Phillips & Soltis, 1998,
p. 38), and part of a dynamic and visceral interplay of seeking what is not always
known but is inherently desired. Bateson (1994) pointed out that institutions
"emphasize what learners don't know" (p. 207) which is a point that can be extended
to escalating paternalism with increased physical frailty in many long-term care
settings. The answers to Mezirow's (2000) profound questions of, "Who is granted
the opportunity to achieve autonomous thinking?" and "Who is excluded?" (p. 28)
are different for the physically active older adult who lives at home and the frail
resident that lives in a skilled nursing facility. Mezirow conveyed a sense of hope
when he offers that the living paradox of individual will and agency are reinforced
by supportive relationships.
Societal Influences.
The literature related to societal issues captured themes about older adults being
impacted by social implications related to learning. Laslett (as cited in Formosa, n.d.)
considered that it has never been emphasized that older persons have any specific
educational needs at all, let alone rights. Dychtwald (1989), along with Formosa (2002),
Imel (1997), and Sadler (2000) all made reference to the fact that as a direct result of

31

shifting demographics secondary to an aging population, older adult education is an
evolving social issue with profound implications. Rowe & Kahn (1998) added that
though the "need for lifelong learning and relearning has increased, our institutions
have not caught up with the new realities" (p. 22). Merriam & Caffarella (1999)
claimed that economic and technological advances contribute to the international
impact of an aging population and increasing educational needs of older adults.
In exploring barriers to learning for older adults, Formosa (n.d.) highlights three
categories: (a) attitudinal, which include those imposed by others and those that are
self-imposed such as embarrassment, fear of technology, and lack of confidence; (b)
situational, which include scheduling, sensory loss, or transportation; and institutional
constraints which can further be defined as organizational (e.g., physical environment);
and (c) pedagogical barriers. Hiemstra's (1993) list of barriers includes the lack of
awareness of different types of learning opportunities. Schleppegrell (1999), though,
claimed that barriers can be overcome with adjustments within learning environments,
such as accommodating hearing deficits, limiting oral drills that emphasize short-term
memory, and motivating tasks that have meaning and are contextual.
Illness, Disability, & Labels
An exploration into the themes of illness and narrative can be framed within a
variety of perspectives. Deeper complexities exist with this attempt to contextualize
the concept of diagnosis and the power of words through the lens of care. The
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enmeshed concepts of multiple meanings and illness idioms (Kleinman, 1988);
subjective/objective realities; bias and dangers in defining normalcy or wellness
(Broyard, 1992; Duff, 1993; Sontag, 1978) and the paucity of words to describe the
pain experience (Frank, 1991) are confounding. In her work, The Coming o f Age, De
Beauvoir (1996) articulated this point:
Illness warns us of its presence and the organism defends itself, sometimes in
a way that is more harmful than the initial stimulus: the existence of the
disease is more evident to the subject who undergoes it than to those around
him, who often do not appreciate its importance. (284)
At the core of this inquiry is the understanding that the care relationship itself is a
social construct that can be one of paternalism, partnership, oppression,
empowerment, or a combination of these. Further, each biomedical specialty is
imbued with a myriad of symbols and values that inform and are informed by
objectified interpretations of personal experiences. Stanley (2004) elaborates,
The more medicalized we become, the less tolerant we are of differences, the
greater is our need for labels and categories, the more walls we put up
between the diagnosed person and the “normal” person, and the more
marginalized people we create, (p. 348)
Professionals often ground in discipline-specific epistemologies, language,
and symbols as they consider impairment. Whether working in a teaching hospital, a
non-profit human service agency, or at a privately owned long-term care facility,
many practitioners function from narrow perspectives. Yet, when working with
someone who lives with an illness or impairment, it is imperative to work
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simultaneously from a variety of perspectives, with that of the resident at the center.
For example, it may be appropriate to intervene from a disease perspective in order
to access medical care; be an advocate for the resident; be critically motivated to
reconcile conflicts; and work to establish universal access.
It was both necessary and problematic to explore the notions such as
classification or empowerment within disciplinary-specific conceptual frameworks.
Cross-disciplinary perspectives are also needed. Multiple interpretations converge at
the point of diagnosis and reflect both competing and complimentary perceptions.
Trends in geriatric research have relied heavily on quantifiable evidence-based
outcomes that are typically reduced and synthesized into practice guidelines. Dahl’s
(2002) point is relevant that the distinction between disability and functioning is
problematic even though classification can enhance intervention.
Seligman (2001) outlined a clear and concise critique of the benefits and risks
of the diagnostic process, with the following highlighted as the key aspects:
Diagnostic Benefits:
• Consistent framework with a set of criteria
• Clearer understanding of symptoms
• Better anticipation of disease course
• Common language to facilitate collaboration and ongoing research
•

Increase effective treatment, practitioner accountability, and legal parameters

•

Link with standardized assessment inventories
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Diagnostic Risks:
•

Incorrect diagnosis

•

Stigmatized and overgeneralized view of a diagnosis rather than a person

•

Compartmentalized (instead of holistic)

•

Focused on individual rather than systems (social)

•

Negatively impacts insurance access

•

Western perspective obscures unique cultural components

As Molloy & Vasil (2002) contend “theorizing about disability can be plotted
on an axis from a totally ‘realist’ materialist position (medical) to a totally socially
constructed position (post-structuralist)” (p. 164) and though they are speaking about
Asperger Syndrome, their additional point that at the “nuances of theoretical
dilemmas” are at stake in terms of understanding “outside the hegemony of medical
authority and discourse” (p. 164) applies to any diagnosis.
Higgins’s (1992) point about critical reflections about service and Wilson’s
(2000) assertion about the false neutrality of medical writing convey awareness
through critical reflection. I attempted to explore my own assumptions through a
literature review of notions about labeling, illness experience, and narrative. Excerpts
from a broad cross-section review addressing various diseases, conditions, and
perspectives between practitioner and client have been gathered. Personal narratives
across a spectrum of medical encounters were sought to reflect individual voices.
I agree, “within the academic discourse on emotional and behavioral
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disturbance the voices of those who have been labeled are rarely incorporated into
this accepted body of knowledge” (Molloy & Vasil, 2002, p. 667). There are many
questions to be asked, but for the purpose of this inquiry, the focus was on how the
diagnostic label is expressed, perceived, and how it coexists with the self.
Subsections have been organized that will highlight the semantics of labeling,
expressions of multiple understandings, contexts, and relational coexistence.
Diagnostic Semantics
David Shenk (2001), in his book The Forgetting: Alzheimer's: Portrait o f an
Epidemic, refers to the diagnosis as a name within a social reality that recognizes a
shared affliction and "naming a disease is tantamount to launching an assault against
that disease" (pp. 78-79). His terminology reflects the military model of medicine
which grounds itself in such terms as "conquer" and "destroy" (see also Radner,
1989; Siegel, 1986). Another prevalent theme that emerges from both practitioner
and personal accounts is the oppressive nature of the diagnostic experience.
For example, Remen (1996) offered that a diagnosis is "another form of
judgment" with "limited usefulness" (pp. 223-224). Siebert (1996) used such terms
as "barriers" and "restricting" to describe labels that contribute to "inaccurate
generalizations" (p. 34). It is appropriate to highlight Titchkosky’s (2003) claim that
not only medical, but also sociological perspectives “begin with a similar conception
of the disabled body—the condition of having, and thus being, a problem” (p. 148).
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In her essay Hearing [the] Diagnosis o f a Chronic Illness de Langis (2001),
attempted to bridge this polarity by acknowledging that, although fear of a label can
"cripple," one needs "not to give up power to any diagnoses" (p. 1). Rosen (2000),
conveyed a deeper sense of integration as he highlighted the Greek word origins of
diagnosis as "to know through and through" (f 1) and fills his short essay with the
perspective that osteopathic diagnosis differs from a physician's label in that he uses
information received "through [his] hands," and that diagnosis and treatment "blend
together" within a "process" (p. 1). Wiman (n.d.), on his Attention Deficit Disorder
support group homepage, attempted to differentiate between a label and diagnosis
and incorporated terms that reflect the polarities and grounded them by highlighting
the sense of community he believes is gained from the formal diagnosis as a first step
in the grief process for those striving for healing (p. 1).
Relational Experience o f Diagnosis
The words offered by a practitioner as patient are always an illuminating
opportunity for contextual shifts. As a physician, Rousseau (2001) initially navigated
his reflective essay through this dual terrain with such terms as "confronted" with
diagnosis, presumed "impregnability " along with the more common terms of "shock,
fear, fright, and loneliness" (p. 1). After receiving a benign cancer diagnosis, he
poetically concluded, "this was my life, not some simple diagnosis, and my mortality
seared straight into my soul" (p. 1). Rousseau recognized his subjective feelings and
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integrated them into his perspective as a practitioner in order to honor feelings of
vulnerability, unsettling losses, and abandonment felt by patients. He cautioned that
a physician must always "choose words carefully" (p. 1).
Juxtaposing Rousseau's journey from the objective to subjective, is the
essay of Boutacoff and Rupp (n. d.), bariatric surgery specialists, in The Label,
Morbid Obesity. They supported the necessity of a medical label as part of an
inherent process that links meaning and feeling. They defined a label as "a special
word that combines several elements into one meaningful mental picture" which
then becomes "linked to a feeling" and is based on how the person understands the
label, the person's past experiences with the label; and how the person chooses to
use the label (p. 1). Boutacoff and Rupp also claimed that everyday speech
"muddles labels with double-barrel messages and a person then takes the words
personally" (p. 1). But, a diagnosis, they asserted, is a "special medical term" that
is "meaningful to the physician" who can use it to "decide on a course of treatment
and communicate clearly with other physicians" (p. 2). Their thesis culminated
with the questionable claim that a medical diagnosis is not used in everyday speech
and physicians limit thought/feeling connections while a "layperson" is more
subjective (p. 2).
The mother of the teenage psychiatric patient with leukemia profiled in
Weissman's essay in JAMA, A Piece o f My Mind (2001), would probably challenge
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Boutacoff & Rupp's (n.d.) stance with her experience of attempting to get a diagnosis
and appropriate treatment for a son who exhibited escalating abusive behaviors since
early childhood. He was labeled over the years: "a problem, impatient, odd,
inappropriate, and difficult to diagnose" (p. 1). His mother claimed that in seeking
treatment for his problems she was "frequently considered as the source of these
problems" (p. 2). When he was diagnosed at age 14 with leukemia, the oncology
staff "appreciated" her and knew they could "count on" her (p. 2). The "irritation and
threats aimed at him" with his psychiatric history were now aimed at the cancer (p.
2). The mother made clear the difference in care for a psychologically disturbed
patient and a leukemia patient.
Another mother's essay in Stephen’s (2001) work Beyond the Diagnosis,
highlighted a mother’s evolution as caregiver of a child diagnosed with a rare and
incurable disease from such initial descriptions as "hellish," "anxious," and doctor as
"enemy" to words such as "learning," "discovering," and "advocating." She captured
the self-and-other dichotomy by noting that the objective reality is "profound" but the
subjective reality is "overwhelming." She emphasized that her “child is not a label,
not a diagnosis" (p. 2).
Diagnosis in a Therapeutic Context
In Is Diagnosis a Disaster? A Constructionist Trialogue (1996) Gergen,
Hoffman, and Anderson posed illuminating questions and inquiries as they explored
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diagnosis and psychotherapeutic practice. Gergen was "alarmed by the expansion and
intensification of diagnosis" (p. 2). Hoffman reflected on the subject/object contexts
and the "proliferation of pathological titles" (pp. 2,5-6). Anderson added to this
discussion the "discursive activity" of the process and notes that a diagnosis can
"concretize identities that limit people" (p. 3). Anderson acknowledges his own bias
that in therapy "diagnosis is part of the dialogue" (p. 9). The authors claimed to
represent a growing number of relational therapists who are willing to challenge the
use of labels for mental disorder" (p. 11).
Marks (1999) also highlighted a number of themes relevant to the discussion
of therapeutic interventions in her critique of traditional psychology as contributing to
the oppression of disabled people. She noted four ways that the psychosocial
construction of disability has been lacking in critical reflection: (1) pathologizing, (2)
objectifying, (3) de-contextualization, and (4) lack of research by disabled people
themselves.
Overlapping circles of narrative meanings seem to exist within the patient,
between the patient and practitioner, and among practitioners and patients. In an
attempt to “control” illness, polarized terms of eradication (i.e., "it's cancer, we can
beat it") shift within emotions which go to the core of mortality (e.g., panic and
helplessness); transcend blame (e.g., the doctor as "enemy" or the patient being "at
fault"); and can eventually emerge in terms of "growth," "awareness," and "living."
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In terms of aging, narrative can illuminate how one deals with maintaining or
disregarding aspects of identity (Biggs, 1999).
Paralleling these constructs are critical reflections about the words
themselves by some practitioners who acknowledge culture-bound paradigms
(Kleinman, 1988), restricting labels (Miczo, 2003; Siebert, 1996), and value-laden
concepts (Benson & Stark, 1996). Fundamental to achieving or working towards
relational understanding of term use (within self and between self and others) begins
with hearing and honoring the voices of those living the illness experience.
I have attempted to look at the types of words people use related to diagnosis
and labeling. The conveyed duality of containment (of the disease) and expansion (of
the self) seem to reflect the paradox within which a diagnosed and labeled person
lives. Trends, themes, and narratives reflect multiple ways of knowing and being
within a variety of groups. But, one question residents and LTC practitioners might
ask is why they use the words they do in an attempt to get at the sub-textual
meanings which emerge from difficult-to-articulate places of identity, pain, and fear
which may be collectively described but only subjectively defined.
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An Overview o f the Assisted Living Facility Model
Long-term care is an over-arching term for a range of services designed to
help those with chronic care needs and includes all levels of in-home care, acute and
short-term rehabilitation, long-term and permanent skilled nursing, assisted living,
and confined dementia facilities. For the purpose of this exploration, the targeted
population included those elders who lived in an assisted living facility (ALF). No
federal definition of assisted living exists, and local definitions, licensing, and
certification vary from state to state.
The National Center for Assisted Living (NCAL, 2001) found that
competition is the driving force for levels, quality of service, and cost controls.
Paralleling the impetus for meeting market needs of an aging population is consumer
choice:
Assisted living is a relatively new, widely popular consumer-oriented option.
Consumers will continue to be attracted to assisted living because it offers
independence, privacy, and personal care.. .demand for assisted living is
expected to keep pace with the increase of the 75-years-or-older population.
(NCAL, 2001)

However, one-third of facilities that call themselves Assisted Living have been in
business for five or fewer years, 60 percent have been in operation for ten or fewer
years, and “troubling problems and questionable marketing practices are evident”
(Hawes, Rose, & Phillips, 1999, p. 4).
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Stefanacci & Podrazik (2005) list approximately 36,400 ALFs nationally that
cater to vulnerable, medically and cognitively impaired people, with over half of the
residents at least 85 years of age (p. 538). Generally, residents of an ALF receive a
combination of housing and supportive health services for those who do not require
round-the-clock nursing care, but who can no longer live independently. Consumer
Reports (2005) found that residents of ALFs are becoming increasingly more frail.
Most residents need help with at least two activities of daily living (ADLs) such as
bathing, dressing, or eating. ALFs offer residential communities with a spectrum of
24-hour supervised assistance and related medical support services in stand-alone
sites or as part of a continuum of care that might also include independent housing.
In Oregon, the Department of Human Services, Seniors and People with
Disabilities oversee the implementation of the Oregon Administrative Rules (OARs),
Chapter 411, Division 056 for Assisted Living Facilities. It was informative to view
marketing claims, mission statements, and the research site marketing brochures
through the lens of the loosely defined OAR guidelines. After reviewing two reports
by the General Accounting Office of the United States (1999; 2004) regarding
assisted living philosophy of care, quality of care, and consumer information, it was
interesting to note that the findings by the investigative committees have remained
tile same over a five-year period:
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•

Philosophies, populations, models, and standards vary widely

•

Minimal federal oversight leave states responsible for protection

•

Consumer information limited, with difficulty obtaining full
disclosure of information they need

•

Oregon facilities are more likely to admit and retain residents with
higher levels of need than those in other states

•

Oregon has no minimum staffing requirements

•

It is cheaper for Medicaid to reimburse an ALF than a nursing facility

•

Crisis admittance by family often results in moving again

Each site has its own personality, depending on a number of factors,
including its history and the age and diagnoses of the people it serves. Typically,
elders in LTC require more supervision, are more likely to suffer severe
impairments, and generally require more hours of care. Due to quicker hospital
discharges, extraordinary pressure on community providers of post hospital care
opened the way for LTC to assume a major role in post acute care rather than its
initial orientation toward chronic care.
Individual care plans are designed to incorporate physical and social aspects.
Y et, program activities usually fall into two categories of active and passive (Leanse
& Wagner, 1975, p. 29), with surveys indicating that passive recreation involves a
greater amount of time at centers than active (McRae & Wagner, 1978, p. 102).
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Although some current programs are offered for memory enhancement, most are
grounded in biomedical frameworks to decrease agitation, orient people to reality, or
distract residents to ease staffing burdens.

Gaps & Implications in the Literature
There is much to be gained from encouraging ongoing investigation and
discussion related to learning and education paradigms across disciplines and across
the life span. The spectrum of inquiry into the knowledge base of learning theory is
inspiring; it also confounds. Where is literature directly related to the frail or
cognitively challenged older adult learners? What little exists can be found in clinical
journals aimed at enhancing memory and managing behaviors. Rather than viewing
older learners through a deficit framework, how can we more positively reconceptualize and support them?
As I critically reflected on the literature review, I found gaps exist both in the
literature and in my inquiry. Where are the voices of the elders themselves? How do
they think of themselves as learners? What definitions might they apply and what
attributes would they highlight? Throughout my research journey I endeavored to:
•

Identify and explore misaligned perceptions.

•

Discover emancipatory qualities and barriers to learning.

•

Seek collaborative approaches to enhance respect and support autonomy.
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These were some of the questions I pondered as I began to evaluate what
methodological frameworks were most appropriate for such questions and capturing
the voices of the research participants. In Chapter III I worked to expose my
philosophical perspectives as practitioner and researcher and explicitly outlined how
they framed the process and final selection of methodologies for my inquiry.
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Chapter III: Research Methods and Learning with Older Adults
Personal Philosophies and Possible Paradigms
The usefulness of a framework for the questions asked and methodologies
utilized must be reflexively evaluated (Greenfield, 2003). I wondered, who asks what
questions and who claims to interpret the answers? Guba & Lincoln (1994) made the
important point that “questions of method are secondary to questions of paradigm . . .
basic belief system or worldview that guides the investigator” (p. 105). I also
questioned the scholarly necessity to structure this qualitative inquiry within a
particular methodology because any framework does not verify “epistemic assurance
that the human mind is able to get in touch with reality” (Avis, 2003, p. 1003).
The beliefs that lifelong learning is a human right and that frail older adults
living in an ALF are often devoiced reflect my politicized and critical perspective.
But, I was also pursuing an ethnographic and constructivist inquiry as I attempted to
highlight the voices of the research participants. A researcher cannot expect to pick a
methodology without considering accompanying assumptions in order to most
truthfully share understandings (Everhart, 2004; Greenfield, 2004).
In this section I reflect on personal perspectives within Guba & Lincoln’s
(1994) four paradigms of positivism, post positivism, constructivism, and critical
theory; overlay these onto epistemological, ontological, and methodological concepts
within my research focus area of the older learner; and consider methodological
constructs for my research pursuit. The four paradigms have been superimposed onto
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a broad consideration of lifelong learning and the older learner. This exercise was an
attempt to consider the research from different paradigms to discover what questions
might emerge related to learning and LTC to understand what contexts to explore.
Table 2: Paradigms & Questions about Learning in Lon;S-Term Care
Post positivism
Positivism
Constructivism

Research
Question

Philosophy

Ontology

Epistemology

Methodology

Can we use
learning to
improve
behavior?

What is the impact
of learning on
agitation?

What does
learning mean to
this population?

Measures/laws
Objectively
measure & alter
behaviors
through
evidenced-based
practices.
Objectivity
valued with
generalizing
from the
specific.
Determine
triggers &
responses
through test
measures.
Predict controls
to decrease
negative
behavior. List
guidelines rather
than educational
interventions.
Experiments &
pre- and post
tests designed to
measure
outcomes of
cognition in
controlled
settings.

Scrutinize theory
Fallible with
objective methods
triangulation &
scrutiny.

Build contexts
Researcher as
participant in
mutual discovery.

Combination of
objective imperfect
methods to make
discoveries about
interventions to use
learning to improve
behavior.

Discover learning
trends as they
emerge with
collaboration.
Researcher’s
actions perceived
as interventions.

Discover
probabilities for
interventions to
enhance learning &
decrease negative
behaviors.

Multiple findings
about learning
through emphasis
on all voices,
perspectives and
emergent themes.

Mixed method of
to design &
implement metacognitive
intervention model
with quantitative
pre- and post-test
data collection.

Interviews,
observations, &
interactions to
understand
meanings about
learning at deeper
levels.

Critical
Theory
How can we
educationally
empower?
Action
Research
Social Justice
aim to make
explicit
subtexts and
issues of
access.
Why is this
group
marginalized?
Transformed
through
learning as
defined by
residents.

Researcher
admits view,
critiques, seeks
transformation
and liberatory
learning
practice.
Researcher
captures
voices of
clients through
narratives to
improve
access to
learning.
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The chart reveals that epistemological differences not only impact
methodological results, but also clearly inform the contexts within which research
questions are conceptualized, how the discoveries will be sought, and related goals for
dissemination. However, like Avis (2003) claimed, this exercise helped me to realize
that I was “concerned about relativizing empirical evidence to a conceptual scheme” (p.
995). I situated myself as researcher within a reflexive exploration to discover
subjective interpretations and shared understandings of self and others (Creswell, 2002;
Rossman & Rallis, 1998; Savage, 20000; Walsh, n.d.).
While I acknowledge that one fundamental objective of scholarly thought is the
integration of existing theory with novel exploratory questions, I was resistant to
constrain the inquiry by naming a specific framework. Therefore, is my research any
more or less valid if I labeled it as critical, post-modem, constructivist, or
ethnographic? I agree with Avis’ (2003) concept of a more pragmatic framework
because:
A theory of method offers a justification for the use of particular research
techniques to generate empirical evidence.... a pragmatic epistemology places
emphasis on the validity of the arguments put forward to justify a knowledge
claim based on empirical evidence. This justification cannot be reduced to
providing a coherent theory of method.. ..the purpose of empirical inquiry is
something closer to providing justification for our beliefs, (p. 997)
Rather than classifying this field study within one qualitative paradigm, the context of
this inquiry emerged from a spectrum of methodological components that are
delineated specific to each aspect of design in the following sections.
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Existing Research Contexts and Methodological Considerations
Many researchers note continued entrenchment in youth-centered and ageist
myths that need to be acknowledged and dismantled before we can pursue age-fair
research and discourse (Formosa, 2000; Restak, 1997; Rowe & Kahn, 1998;
Schleppegrell, 1999; Thornton, 2002). Most studies reviewed for this project highlight
older adult participants in research for active older adults or within biomedical
frameworks that focused on cognitive decline and behavior management. Empirically
based literature about learning theory for the oldest old or frail learner was limited.
The amount of research related to the study of seniors participating in learning
activities has increased as evidenced by expansion of such journals as Educational
Gerontology, the Gerontologist, and the Journal o f Gerontology (Hiemstra, 1993,51).
Merriam & Caffarella (1999), however, challenged this view by claiming that few
studies have addressed intellectual abilities of adults beyond age 70. And, Hufer &
Pintdch (cited in Merriam & Caffarella) argued the majority of mainstream theory in
adult cognitive development is based largely on findings from a "mainly white, well
educated United States population" (p. 89). Merriam & Caffarella (1999) emphasized
that the bias of the dominant culture to favor some ways of knowing or devaluing
others "blocks construction of alternative models and theories that acknowledge
contextual factors as a critical aspect of adult cognitive development" (p. 161).
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Positivist methodology has long dominated gerontological research (Gubrium &
Sankar, 1994; Reinharz & Rowles, 1988). In addition, data resulting from the merging
of disciplines often generates from the practitioners rather than clients themselves who
are often devoiced (Frank, 1997; Frank, 1991; Kleinman, 1988). A t a recent American
Medical Directors Association Annual Meeting, Micca (2002) stated, “each patient is
unique, and every effort should be made to help their cognitive function” (p. 2). Some
researchers agree that cognitive functions can be improved (Baltes & Baltes, 1990;
Caprio-Prevette & Fry, 1996; Howard, 2000; Hultsch & Dixon, 1990).
Other studies make clear that cognitive challenges are impacted by a
combination of under-stimulation, deprivation, and disuse (Baltes & Baltes, 1990;
Restak, 1997; Rowe & Kahn, 1998; Schaie & Willis, 1986). Research does exist about
the efficacy of educational interventions such as evaluation of program models to
enhance care giving skills (Brodaty, Roberts, & Peters, 1994) and the application of
techniques designed to decrease the feelings of caregiver burden (Kahan, Kemp, &
Staples, 1985) from the perspective of caregivers. However, more research from the
perspective o f older adults is needed to develop an expansive knowledge base about
learning opportunities in the care giving relationship.
It appeared to me that vulnerable older adults are marginalized in both
practice and research related to learning. Challenges and health issues for the older
adult requiring LTC can be used to offer a forum for investigation and action related
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to lifelong learning. While the impetus to better serve the learning needs of older
adults in LTC may vary across disciplines and perspectives, data supporting mutual
goals might benefit the broader spectrum of practitioners. Bateson’s (1994) point that
institutions “emphasize what learners don’t know” (p. 207) motivated me to attempt
research into aging, frailty, and learning not as an investigation of decline, but rather,
as an exploration to conceptualize the elder population as becoming.

Problem Contextualization
This qualitative field study was not an attempt to discover universals, make
predictions or generalizations. Instead, the goal was to “explicate contexts and
thereby achieve new insights and new understandings” (Neugarten, 1985, p. 292). I
observed and participated in activities with residents of an ALF facility and
attempted to gain an understanding about what learning meant to them from the
assumption that learning is a lifelong urge, no matter what the level of physical or
cognitive ability. I wondered how learning might be contextualized in a bounded
group experience within a medicalized model of long-term care.
The primary philosophical underpinning for the methodological choice of this
study was to represent the reality of each participant and larger group as faithfully as
possible (Gubrium & Sankar, 1994). Through this inquiry I established bonds of trust,
utilized active listening skills, and cultivated genuine relationships through meaningful
conversation. But, I was an outsider (Fischer, 1994; Gubrium & Sankar, 1994). I was
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concerned that documenting and interpreting meanings with those who find it
increasingly difficult to articulate their own experiences, organize thoughts, and make
clear their feelings would be problematic. However, with significant time already spent
with this population, I’ve seen a broad spectrum of expressive abilities throughout
disease courses, even with the loss of speech. Though often entwined with metaphor,
assertions that clearly conveyed the feelings, perceptions, and opinions of those labeled
confused or non-communicative were prevalent. And, spending three to four days a
week with the residents over an 8-month period allowed for serendipitous opportunity
of self-expression and interaction.
Attempting to discover and describe themes with a vulnerable population and
not fully engage with the participants would have further objectified them. An ethical
cornerstone of this inquiry rested on the coexisting roles I held as both researcher and
intervener, I was both an explorer and a counselor educator who utilized therapeutic
and educational skills in response to the many and varied situations which arose and
required some level of intervention. For the purpose of enhancing the reader’s
understanding of this stance, Carl Rogers’ (1961) person-centered counseling approach
will be briefly conceptualized within this project’s research methodological context.

A Person-Centered Research Approach
In an interesting paradigmatic juxtaposition, Carl Rogers (1961) was one of
the first counselors to ground psychotherapy in rigorous scientific research (Hazier,
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2003) while at the same time offering an alternative perspective to highly formalized
diagnosis and treatment. His phenomenological belief that people perceive and
construct the world from their unique perspectives eliminated polarizing constructs
of self and other. Current postmodern conceptualizations about empathy reflect
strong Rogerian notions. For example, Morris (2000) asserted, “otherness is not a
flaw that we seek to repair or overcome in a rush of empathic feeling. It is a fact” (p.
12). Additionally, Rogers has been viewed as a pioneer related to taped research and
delineating the essentials of helping relationships (Hazier, 2003).
I have often observed staff-to-resident interactions in LTC that disempower a
resident as a result of a primary aim to stabilize, minimize, or manage behaviors,
especially within a group setting. Roger’s (1961) relational framework illuminates
potentialities for growth no matter how ill or confused a person may be. A personcentered approach to my research countered fatalistic interventions with an
optimistic belief that the participant can be part of a meaningful exploration of self
within the long-term care experience.
Just at the time when someone experiencing illness is considered “infinitely
interruptible” in speech and being (Frank, 1997), the person is acting to preserve an
essential identity (Ratey & Johnson, 1997) that is often expressed through behaviors
deemed inappropriate or maladjusted. Recasting this within a Rogerian
conceptualization would facilitate a person’s autonomy and the study of how it can
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survive the deficits which illness can bring about (Dubler & Nimmons, 1992).
I, therefore, had to be skilled at pivoting multiple understandings within any
given moment and capture what was shifting through representations of what
appeared disjointed or conflicting, lik e Rogers (1975), I believe that empathy is a
non-judgmental process of felt meaning in which I do not lose the as if awareness of
what is shared. Listening was never passive (Lown, 1999; Piantanida & Garman,
1999). What Frank (1997) describes as an “ethic of listening” guided me:
The voices of the ill are easy to ignore, because these voices are faltering in
tone and mixed in message. . . Listening is hard, but it is also a fundamental
moral act; to realize the best potential in postmodern times requires an ethic
of listening, (p. 25)
The work of Carl Rogers continues to be expanded as a transformational
androgogy to “engage with the challenges of existence and overcome them” and in
response to the “boundless capacity for learning and healing even of those who have
lived through unspeakable horror” (O’hara, 2003, p. 67). O’hara’s work links
intervention, education, transformation and enhances notions about suffering for the
individual within the group experience as “relational empathy” (p. 75). Such
constructs resonate relevant themes of emancipatory pedagogy (Freire, 2001), critical
gerogogy (Formosa, 2002), and the ethnography of aging (Ray, 2000; Stafford,
2001), and empathic equanimity—empathy as a “two way street” as conceptualized
by Spiro, McCrea Cumen, Peschel, & S t James (1993).

55

Researcher Bias and Perspective
It was vital to be reflexive to develop [myself] as a research instrument, be
honest about what I brought to the interpretive inquiry, and consider how these
worldviews “expand[ed] or constrict[ed] capacity for resonating with the experience
of the study” (Piantanida & Garman, 1999, p. 140). I was heavily influenced by
critical pedagogy such as the adult learning perspectives of Brookfield (1987),
McLaren (1989), and Mezirow (2000); and context, culture, and power (Geertz,
1973; Nieto, 1992). Much of my work with people who live in shifting realities
resulting from mental illness or cognitive changes has emerged from Brown’s (1989)
notions of polyrhythmic realities that are enhanced by her exploration into critical
pedagogy. Brown explained:
I believe that all people can learn to center in another experience, validate it, and
judge it by its own standards without need of comparison or need to adopt that
framework as their own. Thus, one has no need to de-center anyone in order to
center someone else; one only has to constantly and appropriately pivot, (p. 10)
Reality, then, is multiple and shifting. Conquergood (2003) also captures the sense of
multiplicity I am trying to convey,
The idea of the person shifts from that of a fixed, autonomous self to a
polysemic site of articulation for multiple identities and voices. ...With
displacement, upheaval, unmooring, come the terror and potentiality of flux,
improvisation, and creative recombinations. (359-360)
Thus, I situated in a multiplicity of knowing and making known to self and other.
Perhaps such polyrhythms are facets of what make us human: We are both/and, not
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either/or. And, we should not fear the multiple directions we move in at the same time
(Brown, 1989; Sabat, 2000; Sandelowski, 2002). Within this research context, the
search to get at these multiple meanings was recast in a recognition that the
perspectives of the knower, the observer, and the inquirer are real, true, knowable, and
unknowable simultaneously (see Berman, 2003; Metcalf, 2002).
As Chinen (1989) claimed, studying critical theorists along with scientists is
“appealing because they habitually reflect and comment upon their reasoning so their
writing directly reveals how they think” (p. 37). In dealing with a vulnerable
population as frail elderly, I continually reflected on issues of ethics in doing
research with older adults as noted by Cassell (1982); Fischer (1994); Gubrium and
Sankar (1994); and Stafford (2001). Additionally, as outlined in the following
section, qualitative design specifics for this project necessitated “entering the field
with an open mind, not an empty head” and limiting negative effects of bias through
triangulation, contextualization, and a nonjudgmental orientation (Fetterman, 1998,
p. 1) and establishing a cycle of research, interaction, and reflection (Marshall &
Rossman, 1999, p. 6).
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Design Specifics
Initial Contact & Researcher's Role
I wanted to conduct the field study within an organization that fostered
wellbeing in its mission and structure and was committed to continuing education
and dissemination of information. After doing a month-long review and crossreference of ALFs in Washington County with state databases of facility violations
(to rule out locations with a history of neglect or abuse), I did a Boolean search with
only the terms of “[the city] + Assisted Living + Education” to see if I could
determine something more about potential sites. During a quick review of the first
few pages of the website listings, one ALF showed up in newspaper references to
guest lecturers and artists, community partnerships with a number of senior
organizations, and previous experience participating in a research study. This would
be my target site.
Within two days of mailing an introductory letter (see Appendix A) on April
4 ,2 0 0 5 ,1 received a gracious email response conveying the executive director’s
interest and request for a meeting. From the first meeting, and continuing throughout
the project, the site directors provided tireless support, direction and clarification as
my site supervisors. I met with them to outline my proposal with supplemental
handouts and reviewed the timeline and site protocols. I also shared my intent to
work as both a researcher and a volunteer.
My goal in functioning in this dual role capacity was three-fold. First, I
believe in the process of exchange and wanted to provide support with activities and
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immerse in as many situations with residents as possible. Second, I wanted to
establish rapportand ultimately a sense of collaboration with staff and residents.
Finally, because of past experience with research and vulnerable populations, I
wanted to assure those who might become emotionally attached that our relationship
was more than that of researcher/subject. As Marshall & Rossman (1999) claimed,
such interactions are informal and informative because I was fully engaged.
After a few more meetings with senior management to align the research
goals with site expectations, the following parameters were identified. More detailed
descriptions will be provided for some of the guidelines in later sections of this
paper. Those items with an asterisk (*) were non-research and are not referenced in
this document or included in observation notes or any other aspect of data gathering.
•

I would be identified as an intern from Portland State University

•

I started May 19,2005 in a volunteer capacity and casually shared
information about my research project during informal interactions.

•

I would be at the site 3-4 days a week

•

I was asked to provide regular feedback to the administrator.*

•

In an attempt to reduce resentful demoralization, I agreed to do the
following non-research projects for the site:
o

Facilitate weekly discussion groups on Saturdays & Sunday

o

Supplement monthly newsletter with brain and health pages

o

Support in-service, marketing, or development activities
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The first few months I maintained daily journal notes and some general field
observation notes without any specific names or identity markers of individuals. I
was focusing more on the larger group routines and protocols and reflecting on the
tension I experienced between insider (emic) and outsider (etic) aspects and about
the dual roles I held. In my journal notes I reflected on the degree and nature of
collaboration; level of disclosures; duration of observations; focus of observations
(narrow vs. broad); ways to attend to relationships throughout project; and learning
how to be both reflexive and reflective as Patton suggested (2003).
As a result of the dual role of volunteer and researcher, interesting
discoveries emerged. In terms of organizational protocols, I was afforded broad
perspectives of the facility. The management staff graciously allowed me complete
access, welcomed me to their daily luncheon conferences, and frequently elicited and
shared interesting dialogue regarding aging and long-term care. My initial
introduction with the residents was less intrusive by my functioning solely as a
volunteer. With the staff, it was easier to gain support and interest in my research
when I was already supporting their work and efforts.

Research Setting
The selection of a site was based on the following criteria: independently
owned (not a chain); established in the community and with the same owners for at
least 10 years; and with a mission outlining a commitment to improving the lives of
residents. GlenPlace is a for-profit senior community. It is a two-step facility with a
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capacity for about 150 residents, with the Assisted Living wing housing
approximately 60 residents. GlenPlace’s brochure (2005) describes,
A park-like environment and a homey and relaxed atmosphere. Common
areas include not only rooms for large gatherings, but also many small
intimate areas perfect for entertaining guests and family and for building
lasting friendships with new neighbors. [GlenPlace] offers not only a
tradition of excellence, but also a progressive sensitivity to the needs of the
senior population of our area.
Fundamental to GlenPlace’s mission for the assisted living residents is “supporting
independence with a helpful hand” and “personalized quality of care services
ensuring the total well being of our residents” (2005). Specifically, month-to-month
contracts include three optional levels of care, with all including:
•

Care staff available 24 hours

•

3 meals

•

Weekly housekeeping

•

Activities, field trips, events, and transportation for doctor’s visits.

A three-story retirement wing and a separate wing for the two-story assisted
living intersect into one main area for the receptionist and executive and marketing
directors. To the left of the front desk, the retirement entrance spills into a large
attractive dining room and sitting area with fireplace. To the right of the front desk is
a hallway that leads into a smaller sitting area and sectioned dining room. Past the
dining room is the nursing station, staffed with two aides wearing medical scrubs.
The second floor also has a staffed station.
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The “party room” that is used for all major events and activities links the two
wings on the second floor. The craft room and activity staff offices are located just to
the right of the party room on the assisted living wing. All smaller gathering rooms,
pool table, and exercise room are on the retirement wings. The more gregarious ALF
residents—few in number—who venture “over” to the retirement side all report
feeling “stared at” or ill-at-ease “on that side”. The only retirement residents I noted
who visited the ALF (even fewer in number) had a loved one living there. However,
there was a separate existence that was often explicitly expressed by residents using
terms such as “us,” “them,” and “over there”. Decorating differences medicalized the
ALF wing with the nursing station, uniformed staff, and sectioned-off dining room.
In terms of staffing during the time of my project, only one aide staff member
was a licensed vocational nurse (LVN) and one other was a certified nurses aide
(CNA). The site staff also included a Director of Health Services (LVN), an Activity
Leader, Activity Assistant, and other administrative and service staff. Typically, the
role of the Activity Director (AD) is dynamic and gregarious. However, at GlenPlace
I observed a most elusive AD who focused on decorating display shelves, re
arranging furniture, and was often in her office for hours behind a closed door. Over
the entire 8 months of visits, I rarely observed her talking to aide staff and I never
saw her enter a resident’s apartment.
In addition, use of space and cost-savings by the owners and operators
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governed meal service that worked out of one kitchen with one service staff. This
resulted in the ALF side having to eat meals an hour before the retirement side, with
breakfast at 7:00am, lunch at 11:00am and dinner at 4:00pm. I repeatedly heard
complaints from residents and service staff who perceived the structure as
hierarchical and inflexible for the ALF residents. In addition, there were numerous
situations of relatives or friends who moved from retirement to the ALF after having
established bonds, but had to eat separately in the designated ALF dining room.
Both dining rooms had daily examples of challenges resulting from issues all
of us experience related to diverse cultures, personal choices, personality conflicts,
privacy, boundaries, cognitive decline, and medical needs. I was witness to
numerous verbal conflicts, heated complaints, heart attacks, screams, and even a fistfight in the dining room. But, I also watched touching examples of patience, respect,
and support as tablemates lovingly shared conversation and often comforted each
other. I was quick to learn, however, that I had to make sure to greet every table or I
would be accused later in the day of “ignoring” “forgetting” or “favoring” someone.
As the months of the study progressed, I perceived ongoing contradictions
about how to live autonomously in a community (see Gubrium & Holstein, 1999).
Some residents wanted complete privacy and regarded other residents as
acquaintances: they wanted their medical status or any life issue to be confidential.
Other residents, however, viewed fellow residents only as extended family and
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expected full disclosure when someone was absent from a meal. Issues of
stratification were evident within and between both wings and seemed representative
of imposed structure or proxemics. Every time I observed the large group
experiences in the dining room or at party room events, I recalled Nieto’s (1992)
point,
Culture can be understood as the ever-changing values, traditions, social and
political relationships and world-view shared by a group of people bound
together by a combination of factors that can include a common history,
geographic location, language, social class, and or religion, (p. I l l )

To this, I would add illness. Brown’s (1989) paradigm of polyrhythms also resonates
with these themes of convergence:
It is also about coming to believe in the possibility of a variety of
experiences, a variety of ways of understanding the world, a variety of
frameworks of operation, without imposing consciously or unconsciously a
notion of the norm. (p. 10)
Both the retirement and ALF residents were comprised of exceptionally self-directed
and medically challenged persons who were striving to maintain their uniquely
defined level of independence or tolerable level of dependence:
One can stand alone only by remaining part of the group, and ultimately, it is
die resources of the whole which determine the fate of the individual. Yet, it is
in fact their individuality which makes them part of the community. (Brown, p.
16)
Establishing goals or providing services for individualized needs within a
community setting is a realistic model for working with elders. However, a
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paternalistic approach typically engendered with the oldest-old often prevents both
the perception and expression of self-direction. A sense of agency emblematic of the
independent individual is often relinquished and performed—by proxy—on behalf of
these populations by senior advocates, case managers, or ombudsman.
Empowerment means overcoming the feeling of isolation and helplessness that
comes with an incurable disease, but the paradox is that empowerment and
vulnerability go together (Moody, 1992). The expression of such ambivalence is
manifested in many expressions conveyed later in Chapter IV through the candid
words of some residents.

Research Plan
During the project’s different stages (see Table 3) I participated in a variety
of activities, events, and casual interactions with many retirement and ALF residents.
Thus, with potential research participants (undetermined at that point), I was able to
discuss the project and answer any questions in casual one-to-one or small group
settings. My regular attendance at the site began on May 19,2005 and ended
November 15,2005.1 formally concluded the discussion group sessions with a
ceremony and presented certificates of completion to each resident.
I began to withdraw from the regular attendance and weaned down to once
weekly, bi-weekly and than casual visits during December, 2005 and January, 2006.
I began transcribing data during January and prepared for the focus group session in
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February 2006.1 presented the research participants with certificates of recognition
at the last focus group session on February 18,2006.1 will give a presentation at a
community meeting and formally thank the residents and senior management with a
certificate of recognition. Table 3 outlines the projects general stages by month.
Tabic 3: Monthly Project Stages & Major Activities
Date
Site Hours
May,
2005

Total = 24

June

Thursday-Friday
Total = 50

July

Thursday-Sunday
Total = 90

August

Thursday-Sunday
Total = 60

September

Thursday-Sunday
Absent Is1week
Total = 70
Thursday-Sunday
Additional days
Total = 120

October

November
December
January,
2006
February

Drop-in
Total = 40
Infrequent
Total = 20
No site visits
Total = 5

Activities

-Familiarized with people & protocols
-Formally introduced to staff and residents
-Casual conversations and observations
-Newsletter introduction
-Attendance at major events
-Casual and 1:1 conversations
-List of potential research participants outlined
-Invitation packet delivered to designated participants
-Started formal observations and field notes
-Began bi-weekly check-ins with managers
-Implemented weekend discussion groups
-Facilitated staff in-service about research
-Participatory attendance at major events
-Established bonds with many residents
-Full consent from research participants
-Began documentation of consenting research participants
-Hosted birthday party with study participants:
Cookie, Lena, Luella, & Queenie
-Continued participant observations, interactions, and 1:1
-Formal 1:1 interviews began
-Acquired full consent
-Continued participant observations, interactions, and 1:1
-Formal 1:1 interviews continued
-Weekend discussion groups ended
-Began withdrawal from site
-Casual conversations and visits
-Final data gathering
-Periodic attendance at holiday events
-Began transcription, coding, & analysis
-Invitations mailed for focus group
-Focus Group & Closing celebration

To monitor my work on behalf of resident comfort, safety, and privacy and to
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maintain a collaborative relationship with staff, I maintained bi-weekly updates as
noted in Table 4. Some updates were presented in meetings with the directors, while
others were in the form of memos or emails.
Table 4; Weekly/Bi-Weekly Site Update Schedule
May

June

July

Aug

Sep

Oct

Nov

March

Executive Director
Marketing Director
Staff
Month:

Type o! Contact

1'ype of Contact

Executive Director
Marketing Director
Staff

My dual role, however, contributed to boundary blurring that resulted in an ongoing
modification of my time budget as outlined in Table 5.

Table 5: Time Budget
Dav
Thursday/Friday
Hour -Check-in with staff
-Casual interactions.
1

Hour
2
Hour
4
Hour
5
Hour
6+

Participant
Observation
-Lunch transition
Participant
Observation
-Log notes
Alone
-Interact w / activities
Participant
Observation
-Dinner transition
Observation
-Log notes
Alone

Date
Saturday
-Discussion Group
-Casual interactions
Participant
Observation
-Lunch transition
Participant
Observation
-Log notes
Alone
-Individual interviews
Participant
Observation
-Dinner transition
Observation
-Log notes
Alone

Sunday
-1:1 interactions
-Individual interviews
-Log notes
-Lunch transition
Participant
Observation
-Discussion Group
-1:1 interactions
Participant
Observation
-Dinner transition
Observation
-Log notes
Alone

Additionally, I developed a cataloging system that documented an audit trail;
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established a daily routine for logging notes and filing documents; integrated
supplemental literature sources; and maintained a chronological history of my
experience. A lengthy field study can engender feelings of being overwhelmed by
information, experiences, and ideas. The indexed binder system facilitated a
managed control of information, fleeting ideas, and an extensive and ongoing
literature review. Five binders comprised the system:

1. All confidential data was contained in a locked filing cabinet. Four general
sections included: Field logs, Observation logs, Personal journal logs, and
Subsections for each research participant.
2. A master log was divided into monthly headings with each subheading
divided into daily and weekly compilations of site newsletters, time logs, and
other documents from events, activities, or non-confidential correspondence.
3. A small binder contained copies of research documents, including consent
forms, human subject guidelines, and project descriptions. This was an
important portable tool to have on-hand to distribute to any residents, staff, or
family members wanting clarification for research roles and parameters.
4. A portion of an ongoing literature review was categorized and contained face
pages for each source outlining key quotes and relevance to this current
research project. The actual sources were alphabetically filed and the face
sheets had been cross-referenced and thematically filed by 20 general topic
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categories. All face sheets and notes were part of an annotated bibliography I
have maintained for many years.
5. In an effort to make useful the multitude of daily scribbles, late-night
brainstorms, advice/suggestions from others, and much minutia, I created a
“Thoughts & Edits” binder with sections that matched the table of contents of
this document so that I could quickly log entries to chunk work to be
completed on the document at later stages of editing and re-writes.

Having an organized foundation established before entering the field enabled me to
focus on the experience of the project. It allowed me to actively listen to the
population I aimed to serve so that I could reftexively respond to what they needed to
tell their stories. As a result, I felt empowered to modify or disregard any aspects of
this system as it functioned within the context of supporting the research participants.

Population and Sample Selection
The first month’s (May) objectives included rapport building, learning initial
communication and socialization styles, and laying a foundation for the
conversational approach to research Mishler (1986) suggested to enhance mutual
understanding. My intent was to casually meet and interact with as many residents as
possible in preparation for a meeting in early June with the executive director to
select a convenience sample.
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The number of research participants was limited to a maximum of 10-12 ALF
residents and convenience sample selection was based on the approval for me to
invite the resident to participate from the executive director and willingness to
participate in the study. We had agreed that she would narrow the list before we met
based on her knowledge of any need to protect residents from potential or perceived
harm or violation of rights. Such elimination criteria included extreme mental illness
such as current unresolved psychotic status or complex family dynamics.
Additionally, she outlined those residents who had legal guardians or family
members who needed to be contacted with the potential research participant.
It is important to note that representativeness was not a sampling goal
because every perspective mattered. I also agree with DeMunck and Sobo (1998)
that different researchers gain different understanding of what they observe, based on
the respondents used in the study. During casual conversations with staff and
residents, I repeatedly emphasized that the number of research participants was
flexible so there was no “pressure” for me to recruit. I wanted to make sure that
residents did not feel obligated to participate in the study and alleviate any potential
fears of their current or future care being impacted by not participating. And, I
wanted to convey my genuine interest in spending time with the many residents who
wanted to interact with me, but who did not want to participate in the study.
Near the end of June, 20051 received a list from the director for 23 potential
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research participants. In the beginning of July I hand delivered an invitational
research packet containing an invitational letter to participate in the research (see
Appendix D) and consent form (see Appendix C). Within a few weeks I received
signed consent forms from 5 residents and collected 6 more by early August. I met
with each of the 11 residents casually to explain to them that this project was a
collaboration and I would work with them as their needs dictated. Each participant
personally selected his/her pseudonym listed in Table 6.
Table 6: Research Participants
Name
1
Andie
2
Cookie
Hliot
3
Ho
4
5
Homer
6
Katalina
Lena
7
Luella
8
Maxine
9
Queenie
10
Virginia
11

Gender
Female
Female
Male
Female
Male
Female
Female
Female
Female
Female
Female

Age
94
81
72
75
93
70
81
88
92
85
95
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Data Collection Processes
Introduction
Conceptually, it is important to acknowledge complimentary and competing
meanings and value systems within an interactive research process and heed Geertz’s
(1973) warning that there is a danger of losing touch with the hard surfaces of life by
searching for the deep-lying meanings. Throughout the data collection process I also
reflected on Chesney’s (2001) caution that,
The possibility of drowning out, silencing, misunderstanding, or
misrepresenting particular forms of knowledge creates a frightening
responsibility because this knowledge comes from real people. (132)
Absolutes were not sought in this inquiry. Instead, this exploration was an
attempt to understand how people define learning and make sense of their world
(Cohen & Manion, 1985). Through a triangulation of interviews, participantobservations, field notes, and focus group meeting, research objectives were aimed at
describing what learning means to 11 residents living in an assisted living facility.
Interpersonally, I expressed my own confusion and attempted open and noncoercive communication in genuine support of the research participants as
individuals. Conversations about personal topics, especially for those who struggled
to express themselves as cognitive function and communication became increasingly
challenged, required ongoing attention to a variety of nonverbal expressions. With
each interaction I made explicit my true desire to understand each of them at any
given moment and did not expect from them a linear or cohesive narrative.
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Contact with Residents
Being adaptable to individual medical and social needs of each research
participant was instrumental in facilitating a genuinely reflexive exchange between
us. As Chesney (2001) recommended, I introduced myself honestly, shared my
background as practitioner, researcher, and answered all questions
truthfully—holding nothing back (p. 131). With each and every 1:1 contact I
reiterated that in this partnership, they could withdraw at any time and that I would
provide them with any information—including all compiled notes about them as the
study progressed. Like Piantanida & Garman (1999), I viewed the dissertation, as a
recursive process that evolves through phases and is inherently messy. For the
purposes of maintaining research participant anonymity, a pseudonym was used for
the site and research participants. Staff members are referred to by job title only and
identifying details of site location and history have been altered or are not included.
Each participant had the option to edit or amend any notes or direct quotes at
any stage of the study and rely on any staff or family members to speak on their
behalf in the case of perceived harm or danger from me. For those who expressed
any concerns about memory challenges, I provided repeated verbal and written
updates and reminders. Collection procedures were adapted throughout the study.
Due to the advanced age and health issues of many of the residents, empathy,
patience and a willingness to monitor for fatigue or anxiety was necessary. I
established a close relationship with staff to provide support and necessary
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interventions during or after the interviews as needed. Data collection included emic
(interpretive), etic (first-order), and negotiated (agreed upon) information as outlined
by Creswell (2002). In the following sub-sections I will describe the rationale for the
data collection techniques.

Interviewing Rationale & Guide Development.
In terms of the interview process, McAuley's (1987) point that qualitative
methods [should be] “concerned with the meanings of actions and events to the
people studied” (p. 68) is pertinent. Ultimately, as Gubrium (1994) offered, "to
appreciate the meanings that the subjects express, we must understand the context of
both the behavior and its interpretation" (p. xi). I had individual conversations with
each participant throughout the study. For the formal interview with targeted topics, I
interviewed each resident in a more structured session. Yet, the need for flexibility
and patience was primary due to shifting physical or medical, needs of the residents.
An adaptation of the multi-method approach of triangulation was not only a
means to collection of more data, but it was also utilized to gain a sharper focus on
the reference points of the participants (Fennell, Phillipson, & Evers, 1988). The
most complex issue was the dichotomous challenge of interactively asking the
participants to think about what learning means and keeping the exchange critical,
dialectical, and self-reflective without reducing just those constructs and contexts
being explored. I wanted to elicit responses of meta-awareness by asking the
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participants to look at themselves and others within the concept of learning.
Kaufman’s perspective (1994) enhances the point I am trying to make:
An in-depth interview is somewhat of a paradox. Data are not simply
collected. Rather, they are created only through the collaboration between
researcher and informant. Data emerge in the process of dialogue,
negotiation, and understanding. Both coproducers will come to that dialogue
with attitudes, values, personal agendas, and conceptual frameworks that find
their way into the content of the interview as it unfolds over time. (p. 128)
Piantanida & Garman’s (1999) assertion that the data should not be objectified
or placed at center alone, and the researcher’s “messy cognitive processes” need to
sit in the center of the inquiry with the data/voices (p. 130) was an extremely
valuable tool. Application of this view helped me to directly transcribe the interview
dialogue of the resident; omit my commentary; and enmesh his or her voice with my
reflections. I agree with Watson & Watson-Franke (1985) that in-depth interviewing
is a dynamic collaboration of meaningful stories that generate tone and content. I
also incorporated Kaufman's (1994) perspective:
The interviewer acknowledges the voice of the informant in both the expansion
and refinement of the research topic or problem and in the construction of the
data. Such deliberate collaboration between informant and researcher is one of
the strong and exciting features of in-depth interviewing. It is a technique that
has the flexibility to consider and use insights and discoveries offered by
interviewees, (p. 135)
Categories of inquiry underpin a flexible interview guide that was used to
generate detailed and subjective content meaningful to the participants but also had a
“range of topics that forms the focus of inquiry” (Rubinstein, 1988, p. 128). It is
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pertinent here to be reminded that “by allowing ideas to incubate...the researcher
finds that richer research questions evolve” (Marshall & Rossman, 1999, p. 32).
Based on List’s (2005) suggestions to invite dialogue rather than to question, a topics
guide was used rather than a questionnaire.
Instead, data was sought to “speak the experience of the informant about a
particular topic” and have a “conceptual guide in the form of the research questions
by which to organize and analyze these experiential data” (Kaufman, 1994, p. 125).
Through such a conversational style, storytelling so vital to simultaneous selfexpression and understanding of others was facilitated. Thus each interview was
unique. Development of a flexible interview guide was a 2-step process:
1. The first draft of the interview guide aimed to reflect the perceptions of the
participants. Table 7 represents an attempt to capture the etie analytic
categories and the emic subjective accounts (see Cresswell, 2002).
Table 7: Categories of Inquiry with Subjective Themes_________________
What is learning?
How do you describe yourself as a learner?
How does aging influence learning?
How does your health status influence your learning?
How does ALF living influence your learning?
What choice and access do you have to learn?

I. Perceptions

II. Thoughts

III. Behaviors

IV. Self & Story

2. The final interview guide (see Appendix E) allowed for responses that
integrated the categories of inquiry, subjective accounts, and open-ended
questions designed to cultivate interest in the project, establish rapport, and
facilitate narration.
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The interview guide was comprised of:
•

Section I: Warm-up dialogue and general protocols

•

Section II: Self-Report and Descriptors

•

Section III: What is learning?

•

Section IV: How do you describe yourself as a learner?

•

Section V: How does aging influence learning?

•

Section VI: How does your health status influence your learning?

•

Section VII: How does ALF living influence your learning?

•

Section VIII: What choice and access do you have to learn?
Individual interviews were conducted in private, although all residents were

given the option of having a staff member or loved one in attendance. I tape-recorded
the conversations whenever the participants were willing to allow for a more detailed
portrayal and correctly quoted source material. Tape recorded transcriptions of the
data provided valuable quotations for the analysis; illuminated key themes; and
allowed for self-observation. Table 8 outlines the hours of 1:1 interactions.
Table 8: Time Log of Researcher Interactions with Participants:
Name
June
August
July
1
2
3
4
5
6
7
8
9
10
11

Andie
Cookie
Elliot
Flo
Homer
Katalina
Lena
Luella
Maxine
Queenie
Virginia

#
3
1
2
3
1
4
2
0
0
1
2

Hours
3
1
2
6
1
8
4
0
0
1
1

#
2
1
3
4
3
3
7
1
0
2
2

Hours
4
1
3
8
3
6
14
1
0
2
2

#
1
2
1
1
1
2
5
3
1
4
4

Hours
1
1
1
1
1
2
5
3
1
8
2

September
#
2
0
3
2
1
2
2
0
1
2
2

Hours
2
0
6
2
1
2
4
0
1
4
2

Oct/Nov
#
1
1
1
1
1
1
1
1
1
1
1

Hours
2
3
1
2
3
2
2
2
3
1
2

Field Notes Relevance & Use.
Observation contributes to a more holistic understanding of people and
experiences (DeWalt & DeWalt, 2002) while at the same time reinforces an
outsider’s need to be “tolerant of ambiguity, flexible, and adaptable” (Wolcott, 2001,
p. 55). For the purposes of this field study and to prevent collection of too much data,
observations were targeted phenomena related to aging, learning, and illness.
Based on a review of literature about ethnographic fieldwork, and
observation, I was able to create a guide for observational note-taking (see Appendix
F) to be used during the day at the designated times and after interview sessions.
While acknowledging that there is not one right way to take field notes, Emerson,
Fretz, & Shaw (1995) also highlighted an important aspect to develop a systematic
way to observe, write, and evaluate notes. As outlined in a condensed version of
guide, Table 9, the field note guideline included space for observations and
reflections:
Table 9: Condensed Observational Note-Taking Guide
Date:
Time:
Place:
Circle one: Active Participation Observation Individual Interview Focus Group
Kev Events of the Dav:

Context
People
Sensory
Facts & #s
Environment
Emotions
Group Dynamics
Emerging Patterns
Contradictions
Key Words
My Questions

Descriptive

Reflexive
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More specific recommendations to enhance the observation process
emphasized that the notes reflect partial truths (Thome, Kirkham, & O’Flynn-Magee,
2004); preservation of the immediacy of the moment is important; preconceptions
and generalizations should be avoided; and researcher emotions should be described
(Emerson, Fretz, & Shaw, 1995; Lyman, 1994; Marshall & Rossman, 1999; and
Milofsky & Schneider, 2003; Schensul, Schensul, & Lecompte, 1999). The
following quotation captures reasons for including observation fieldnotes:
The ethnographer is prevented, or at least discouraged, from too readily
taking one person’s version of what happened or what is important as the
“complete” or “correct” version of these matters... builds sensitivity to the
multiple, situational realities of those studied into the core of fieldwork
practice. (Emerson, Fretz, & Shaw, 1995, p. 6)
The use of observational fieldnotes was another attempt to capture the voices and
perspectives to understand what was contextual, shifting, or fleeting in the concepts
of learning and illness experiences in GlenPlace for these individuals as group
members. Table 10 contains logged observation hours.
S .--

1
2
3
4
5
6
7
8
9
10
11

...............

Name

June

July

Aug

Sep

Oct/Nov

Andie
Cookie
Hliot
Flo
Homer
Katalina
Lena
Luella
Maxine
Queenie
Virginia

Hours
3
3
3
3
1
3
3
0
0
3
3

Hours
10
4
10
10
3
10
10
4
2
10
2

Hours
10
6
10
10
3
10
10
6
2
10
3

Hours
6
0
6
6
3
6
6
3
3
6
1

Hours
10
0
10
10
0
10
5
2
0
10
2
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Focus Group Considerations, Process, & Guide.
As part of a triangulation process, a focus group was facilitated after
individual in-depth interviews had been transcribed and coded. These group
interviews were conducted during the very end of the field study with the expectation
that rapport and trust had been established between the participants and myself. The
sessions were an opportunity for reflection, dialogue about some of the same topics
they individually considered, and to function as a stakeholder check to enhance
trustworthiness (Marshall & Batten, 2004).
While there are many different definitions of focus groups, Gibbs (1997),
Greenbaum (2000), Kitzinger (1995), Lewis (1995), and Grudens-Schuck, Allen, &
Larson (2004) agree that a fundamental goal of such groups in the context of
qualitative research is to gain insight into local and shared meanings of the research
topics through social interactions. These same researchers make clear that seeking
authentic points of view or “facts” is neither possible nor desirable as a result of just
those idiosyncratic norms, communication patterns, and tensions that are observed.
Levels of participant comfort, self-expression, and spontaneity were
enmeshed with a sense of risk participants felt with potential confidentiality breaches
or intimidation. In terms of an ethical consideration of the focus group process for
risks and benefits, as a moderator I was respectful of and flexible with the evolving
group dynamics. I did what Gibbs (1997) proposed and made explicit that the inquiry
was a collaboration and multiple understandings were encouraged.
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Research participants were invited to the focus group on February 18, 2006.
The group offered an additional lens through which to view what learning may mean
to this group through their everyday communication and dominant narratives
(Kitzinger, 1995). Word patterns could also be noted (Grudens-Schuck, Allen, &
Larson, 2004; Kitzinger, 1995). Including the focus group was also an intentional
choice as an advocacy component of a critical inquiry. As Kitzinger offered:
Focus group methods are also popular with those conducting action research
and those concerned to “empower” research participants because the
participants can become an active part of the process of analysis. Indeed,
group participants may actually develop particular perspectives as a
consequence of talking with other people who have similar experiences....
facilitates the expression of criticism and the exploration of different types of
solutions is invaluable if the aim of research is to improve services, (p. 299)
The Focus Group Guide is a condensed version of the Interview Guide and
categories of inquiry with open-ended questions designed to elicit reactions through
interactions. The guide (see Appendix I) is divided into three sections: Warm-up
dialogue and general protocols; Check-in and Icebreaker; and Discussion Questions
Table 11: Focus Group Participant List
Name
Andie
Cookie
Elliot
Ho
Homer
Katalina
Lena
Luella
Maxine
Queenie
Virginia

February, 2006
Present
Absent due to surgery
Present
Absent due to illness
Deceased
Present
Present
Present
Present
Present
Declined
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Study Limitations
As a critical explorer, I ruminated on project goals, the qualitative interaction
process itself, and my influence on both. Serious gaps in this study resulted from a
variety of issues, including an immense topic; my own blind spots, biases, and
shortcomings; lost details and layers of context lost during transcription (Warr,
2004); and a highly “selective story” (Morris, 1998). Due to the inherent challenges
of working with a vulnerable population, ethical considerations had to be addressed
throughout the study.
To counter any sense of coercion, ongoing and vigilant attention was kept to
monitor overt and subtle responses to perceived harm or any claim to violation of
resident autonomy, privacy, or safety. Ethical issues were always held above
instrumentation. Gubrium & Sankar’s (1994) strategies to be ethically aware
throughout the entire process rested, fundamentally, on my attempt to accurately
represent the participants’ subjective experiences and thus achieve validity in terms
of capturing what they believe to be valid. And although the sample study was small,
the aim of the study is to add breadth to the specific analysis (Fielding & Fielding,
1986) rather than generalizability. Attempts were made to strengthen internal validity
by asking questions in a variety of ways, discussing themes in a variety of contexts,
and regularly observing interactions.
The study format relied heavily on Merriam’s (1988) strategies for ensuring
internal validity that included triangulation, checking in with participants, long-term
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observation, peer examination, participatory research, and ongoing clarification of
researcher bias. Maguire’s (1987) perspective reflects the critical and post-modern
aspects of this study:
Collaborative or participatory inquiry in which control over both the research
process and product is more equally shared between researchers and
participants. Research should be useful in improving life conditions, (p. 24)
In form and content, reflective attention to the complexities of working with
frail and vulnerable elders was at the forefront of the research process. Difficulties
inherent in cognitive decline (i.e., memory challenges and difficulty with
articulation) necessitate evaluation of each encounter. Enmeshed with paradigmatic,
theoretical, and methodological notions held as a researcher, was the belief that I
must work to facilitate the expressive needs of others, no matter how seemingly
limited they appear due to language or cognitive deficits which stigmatize and
preclude further investigation into different ways of being, thinking, or doing.
Given the evolving nature of this project, validation was difficult. Issues of
sampling, homogeneous populations versus heterogeneous populations, and
marginalized cultures come in to play when we ask how trustworthy the results of
the research study are (Merriam, 1988). Walker (in Merriam, 1988) pointed out that
“collecting definitions of situations (multiple representations) and the presentation of
material in forms where it is open to multiple interpretations” (p. 44). As Lincoln &
Guba (1985) claimed, "One wishes outsiders to concur that, given the data collected,
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the results make sense—they are consistent and dependable" (p. 288). This study
emphasized multiple-realities and attempted to capture interpretations as the
participants themselves expressed them. Ultimately, however, I was always an
outsider attempting to understand, describe, or interpret.
Only as far as the interview, observations, and focus group processes and
protocols remained constant would there be evidence of consistency rather than
reliability. It seems to be an often relied upon, but mistaken assumption in research,
that a research design is reliable because no single reality exists that can be
repeatedly studied and produce the same results for all people in all contexts
(Merriam, 1988). I wanted to explore ideas and reflect on Gearing & Dant's (1990)
assertion that "there is no neat and clear-cut temporal division between process of
data collection (interviewing) and the analysis of the material" (p. 155).
To promote qualitative research validity, the following strategies suggested
by Johnson (1997) were applied: Extended fieldwork time; low-inference
descriptors; multiple procedures; feedback from participants. However, I am not
confident that I achieved all the standards to which I aspired and still struggle with
other problematic considerations:
•

Did I secure informed consent? I cannot be sure that the residents made the
choice to participate of feelings of obligation due to their often subjugated
roles in an ALF or in response to a power dynamic in our relationship.
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•

Did I avoid harm? I cannot be sure that I did not cause undue mental anguish
or embarrass anyone.

•

Was I honest? Were the respondents honest? Truths do not equal facts. We
tell lies to ourselves and to each other (see Metcalf, 2002).

•

Can I deny censorship? Much has been left out and all that has been
documented is through the lens of subjectivity.

•

What about selection bias? Some people want to talk more than others.

•

Was I accurate? Issues of transference, identification, and bias abound.

•

How did I navigate through conflicts o f interest? I experienced ongoing
tension related to blurred boundary roles I had to take related to crisis
interventions and referrals.

•

Can I claim true collaboration? No. All encounters were bracketed within
multiple power imbalances including a perpetual subject/object relationship.

•

What about words and labels? Although I can claim awareness, I am still
encased in jargon and limitations arising from culture, milieu, and discipline.

•

What about mortality? Illness and death are uncontrollable variables.

•

Could I prevent resentful demoralization? This was the most difficult and
pervasive challenge for me. It was vital to provide ongoing availability of self
and skill unrelated to research that included volunteer roles of discussion
group facilitation, activity involvement, and maintaining relationships. This
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required of me a perpetual willingness to be available for serendipitous
encounters and experiences with anyone (staff or resident) at the site. For the
research participants, most appeared to feel a sense of meaning by
participating in the study. But for other residents, I responded to a desire to
connect. Boundaries were blurred, frustrations arose, and feelings were hurt.
•

What about instruments? Challenges resulting from issues of comprehension
and an inability to articulate were expected and necessitated personalized
modifications. I used multi-modal approaches to provide a variety of options.

Throughout the research process I can only claim to have tried to be as
respectful and collaborative in my efforts to capture the views of the participants. I
do not know that actual impact—positive or negative—my presence had in their
lives and homes. And, any “truths” I highlighted are only partial, idiosyncratic, and
impermanent. Within a postmodern context, there is no “explanation that counts as a
solution; postmodern truth sees too many perspectives to accept the closure of
explanation” (Frank, 2004, p. 439).
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Chapter IV: Findings
Introduction to Findings
These pages are not enough to fully portray the histories and intricacies of the
lives of these 11 older adults. Each resident, through the most generous and candid
exchanges, took me along on vivid journeys of disclosure. It is appropriate here to
share two perspectives from the literature on life, stories, and contradictions as
possible lenses through which to review the portrayals. Biggs (1999) offered:
The tension noted between authenticity and personal re-invention reminds us
that life course experience includes the negotiation of a variety of contexts
and levels of commitment...[and] reintroduces the notion of a relationship
between hidden and surface aspects of the self. (220)
The themes of tension and reinvention are further enhanced by Siegel’s (2001)
perspective:
As we explore with our [clients] the ‘stories of their lives,’ we are assessing
far more than a mere recounting of events. We are, in reality, reaching to the
core of their selves and joining with them the co-construction of a powerful
form of integration that links the past with the present as they anticipate and
create their future life experiences, (p. 1009)
Cassel (2002) shared an illuminating perspective on multiple facets of self by
noting that people simultaneously experience contradictory meanings from cognitive,
affective, emotional, bodily, and spiritual levels. This parallels the polyrhythmic
framework (Brown, 1989) outlined earlier in this paper and the point that, as
individuals and group members we are experiencing and existing in multiple
directions at once. Rather than appearing to be a chaotic construct, this perspective
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on multiplicity liberated me from being compelled to try to explain or seek
correlational understandings of everything I experienced as participant observer.
I described the multiple facets. The residents shared their stories with me and
willingly made themselves more vulnerable by reflecting on their own disclosures
about meanings. Although the data from the individuals was ultimately organized by
categories of inquiry to reflect themes, I did not want to bury their words in
generalizations. Including narratives, as Denzin (1999) suggested, is a political act.
Therefore, I encourage the readers to develop their own unique understandings by
holding the portrayals as the most representative of each resident.
I have tried to convey the duality of the individuals-as-group members by
offering layers of findings and analyses. The previous chapters have emerged from
the personal narrative of my experience. And though I am unable to remove this lens
of subjectivity, my intent for the structure of this findings section is to put the voices
and perspectives of the 11 residents at the center as I begin to outline a conceptual
framework for emergent themes. As Piantanida & Garman (1999) explained,
Inquiry centers on a phenomenon as it manifests within a specific context.
Whereas the context is particular, concrete, situational, and idiosyncratic, a
phenomenon of sufficient educational significance bridges into the universal.
The movement from the situational to the conceptual is accomplished
through the crafting of portrayals, (p. 133)
I therefore chose to use direct quotes as part of their portrayals from each participant
rather than include our complete conversations. Individual portrayals contain
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quotations taken from taped interview transcripts, conversations, and from
observation notes. At the end of each portrayal are the resident’s specific answers to
the six categories of inquiry questions. The analyses for these findings follow in
Chapter V.
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“I f you believe, you can. ”
~Elliot
Elliot, a 72 year old retired navy radar and communications specialist, made
me feel immediately welcome and at ease during one of my first outings with a
group of residents to the local discount store. He, like the other ten people on the
center’s shuttle, enjoyed going on the scheduled weekly excursions to hunt for
bargains. After reviewing the sign-up sheets for the outings over an 8-month period,
it became clear that the same 10-15 people, including Elliot, were the regulars on
shopping trips and daylong outings. Except for organized events in the party room,
rides on these shuttles were some of the only times that residents from the retirement
side would mingle with the assisted living residents. As soon as I found a seat on the
van, Elliot approached me, introduced himself, and asked me to tell everyone about
my research project. Over the next few months Elliot and I had many conversations
about aging, learning, psychology, and a host of other topics. During that first
meeting, he said:
Learning is a lifelong enterprise and part of all o f life. In the education
system—like in high school or college—there is a type o f “end” in that you
graduate. But in life, if you stop learning, in essence, you stop growing.
Elliot described his life as a journey of growth to accept who he is. I was
especially moved by his ability to be candid about his personal experience with
depression and anxiety. All of his disclosures were grounded in a sense of selfefficacy and optimism:
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The doctor told me that if I didn't make some changes, I wouldn't make it. The
doctor can tell you what to do, but he can't do it for you. He helped me to
understand what my life might become with an image o f a man in a comer in
a straightjacket. I got to where I was isolated, fearful, and overwhelmed. The
way out is one step at a time. Therapy and medications were in my favor. But
more importantly, I learned that everything begins with a thought. Every stage
o f my mental decline, I heard my inner voice say don't do this' so I got help.
I often ran into Elliot utilizing many resources in the building. He could be found
making note cards or decorating birdhouses, playing pool, chatting with staff, or
returning from an event. One day, affter receiving a beautiful hand-made card from
Elliot, we talked about his love of creating. He shared his view that his experience
with crafts was more than just “making something” and he was able to identify a
meta-awareness of his leaming-while-doing with this next story. As Elliot talked, he
bowed his head and laughed:
I started with the rubber stamping and creating for cards. I just kind o f enjoyed
positioning the stamps. Well, I received a card from my aunt. I looked at the
card and I looked at the ones I made and thought, woops, I didn't quite get this!
I wasn 't thinking about other things like the wording. I realized I was missing
something [laughs]. I had so many stamps on it that there was no room fo r
words! So my learning curve was long. But I realized that the most important
thing o f a card really was the written message. So creating cards took on a new
level. I continue to teach myself how to do it better. / always get new ideas.
He frequently took time to introduce me to people and acknowledge their interests,
talents, or contributions they made to community life at GlenPlace. Though very
social and gracious, Elliot also had a thoughtful and private way about him that
conveyed a sense of deep reflection. As bonds of trust increased between us, Elliot
shared more about how he came to live in an ALF and his struggles during his first
year at GlenPlace:
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I had been in the hospital and had a choice to move into a foster home or into
Oregon State Hospital I f I had gone to the state hospital I am sure I would be
dead. My sister was there to support me and the social worker helped me to
understand that the foster home was a step toward a future. I knew I had to
make it work; I had to adapt or else. While I lived at the foster home I was
trying to make it work, but I was “stuck" and really not growing. A visiting
ombudsman suggested that I begin to look somewhere else to live so that I
could interact with others and feel more like I belonged somewhere. He gave
me the cue and I took it from there and moved here.
I mentioned that it seemed he was not only willing to make the shift, but he was able
because he had begun to stabilize his mood and overall health. He continued,
Oh, yes. The staff here were very supportive. But I had a hard time for the
first year. I had to sleep with the door open. Each day got a little easier and
each day I closed the door a bit more. Now, well, I am independent because I
live here. My medications are managed, I have many friends here. I am
connected and reconnected to myself and to others.
On numerous occasions I observed Elliot’s desire to empathize with others
who were suffering with emotional pain and frustrations about living in an ALF. He
was very gentle and would reach around with a supportive hug and offer calm words
to acknowledge their pain. He also shared parts of his story of adjustment. And yet,
Elliot frequently expressed his need for vigilance to set boundaries and “move on”
from those residents who were prone to outbursts or very negative,
Negative people can drain me. I sat at a table with two who complained all the
time. I could handle them. But when they assigned a third person who was also
negative, that was too much. I asked to move. I learned from personal
experience and group work that you need to move on from the negative. I like
meeting people and I give them a chance. But after a while I can tell if they are
looking to fight—and some people here really are—I just politely excuse myself.
When I expressed my admiration to Elliot about his tenacity and determination he
commented on his support network of family, friends, and health practitioners along
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with his belief that so much of his joy comes “from thinking and doing” and always
remaining curious. During many of our casual chats, Elliot commented on the
interplay of learning and perseverance with his mental health. We often talked about
various theories and the nature/nurture debate. Elliot was eager to recall childhood
stories about his father and grandfather as he made the point,
It isn’t about either-or in learning, or any aspect o f life. My father always
said there is no such word as ‘can’t ’. He taught me that you always have to
give it your best. My grandfather, too. He was partially paralyzed and took a
rubber band from an inner-tube and tied his hand to his hammer. He built
two rooms in the house. He did plumbing, electricity, everything. He was a
man who always got a job during the Depression. They both could do
anything with their hands.
As the time approached for our formal interview about learning and life in an
ALF, I was confident that I had a sense about Elliot’s views. The bond we shared
would make for a relaxed and conversational experience and because of this I chose
to interview Elliot first as I began this stage of the data collection. We met in a
private meeting room for the interview and both laughed for a few minutes as we
tried to figure out how to work the tape recorder.
What is learning?
Learning is growing, growth. Never stopping. Your brain becomes stronger the more
you work it. It is also about watching, reading, and doing. Hands-on, you know? In
any field, or with any goal, if you learn the facts o f a situation, the whys and the
wherefores, you can understand what is going on. You can better understand the
world, the culture, and your own life experience when you learn all you can about
ideas or a situation. Even dance lessons—I sure miss dancing and they don’t do that
here—helped my social skills and helped me to meet people. Being able to focus is
important too. You need a mind-set. Learning is also about creating.
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Do you consider yourself to be a learner?
Oh, yes! Every moment o f my life is about learning. There are so many opportunities
in life and in here, but some many people here don't take advantage o f them. I don’t
understand that. All learning is important.
Does aging influence your learning?
For a senior, if you stop learning you are way down here [he holds one hand higher
than another] and the world is up here. Our society evolves, and we need to also. If
you don’t learn new things, you not only fall behind, but you are left out. Isn ’t it
pretty obvious about cause and effect? Get the brain rewed up all you can! But I see
others who have such a hard time here. I don’t deny others have sadness that really
exists. But at some point you have to look at the glass as half full. It is about
reframing.
I think we are all slower and need to take more time. But that doesn’t have to
get in the way. Generalities never hold, so each o f us here has a different experience.
But, if you let yourself buy in to a belief or as a cop-out, you can think most people
here are lazy. But maybe it is depression. There are clinical definitions, but senility
is an attitude. I am excited about so much. Older learners benefit from life
experience and listening more. Observation and thought go hand in hand.
Does your health/illness influence vour learning?
Well, I live with diabetes, cataracts, heart problems, anxiety, and depression. But
Dr. [ ] took the mystery out o f everything. He explained things, the theories and the
mechanics, all o f it so I could understand the 'whys’ o f my medical challenges. He
was an excellent counselor and teacher. I needed both. So when the mystery is
removed, and you can focus on the realities rather than the worries, you can be more
in control. Or, if you have to, you can let go o f what you can’t control. Along with
my determination is my willingness to not deny and to get help. Do all that you can
on your own, but ask for help when you need it. I got help. I have help every day
here, but I also am very independent. I take appropriate medications. Too many
people get caught in the either-or. I don’t stop to think about what I can ’t do, I do
what I can do.
Does ALF living influence vour learning?
Since moving here I have become more interested in crafts and making things. But it
took time. I was very quiet at first and stayed to myself. It was an adjustment. Before
I came here I was very depressed. I was intimidated when I got here. It was new. But
now it is home. A spectrum o f people live here—all have a variety o f challenges and
experiences. Some are aging in healthy ways, others aren’t. I move away from the
one's who aren’t. I needed to learn to co-exist. We need to be kind and civil.
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But even with some who are so confused, I can see how they contribute to their
own decline with pessimism and anger. There are varying levels o f interest and skill
here. Some here have been mentors and have inspired me to learn new things [he
lists a few by name and describes them].
What choices and access do you have to leam?
I have six different projects going on and I still hear people around here say “there
is nothing to do— I know that the more you do, the more you put yourself out there,
the more that comes your way. I think also about a type o f natural law, the more
positive you are, the more positive that comes your way. You know, the power o f
positive thinking movement in the 60’s continues to influence me. I have the power o f
choice. Many here don’t believe they have any choices. But most really do. They
can ’t see it. I don’t watch too much TV and I always have a plan or two for the day.
The more activities I get involved with, the m o rel am asked to participate. You have
to make an effort. The computer is a great tool also. I have the choice, right now, to
live the life I want to and to live as best I can because I know that, but for the grace
o f God / could be dead or suffering. / have the choice to not judge, live, do, and be
my best self.
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My Motto: Get off your duff!
~ Queenie
The Oregon Zoo hosted a mobile event at GlenPlace that included a slide
show and small petting animals. The turnout was standing room only which the
marketing director noted as being unusual. Some residents invited family members
and a number of eager children contributed to the excitement and energy level.
During the slide show, a lone voice of a very little girl could be heard identifying
every animal with correct pronunciation. I could hear the family lovingly giggling
and shushing her.
I later met a man who was holding a little boy and chasing after a girl of
about two as his wife wheeled her mother, Queenie towards me. I introduced myself
and was acknowledged as the student profiled in the facility newsletter by Queenie.
Her namesake, the vocal and inquisitive two-year old, was eager to be involved in
our conversation. I would soon understand that the little one was carrying on the
legacy of generations of intelligent and caring women headed by a matriarch whose
self-proclaimed nickname was the “Stubborn Swede.” Queenie’s contorted body and
left hemispheric paralysis belie the fiercely determined and witty woman that she is.
Her beaming smile was framed by rosy cheeks and her dynamic spirit was softened
by the pastel colors she usually wears.
I enjoyed sitting at Queenie’s table in the dining room and chatting with her
and the tablemates throughout my time at GlenPlace. She frequently told jokes,
shared articles she read about research on strokes, and told stories about her
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grandchildren. But it was during her formal interview that Queenie went into detail
about her life experiences. Now 85, Queenie had a massive stroke when she was 39
and seven months pregnant with her youngest daughter. She already had a daughter
and son when the doctors told her husband that not only would she never walk again,
but she should just pull the covers over her head,
My doctors gave up on me. But my husband and I had a great partnership o f
a marriage, He was so helpful and we both knew that with God, all things are
possible. We both had faith in God and in ourselves. I would have given up if
I didn't have my faith. One morning I tried to move my hand and a finger
moved. Then I knew it was going to work. / could get better. A friend o f mine
found a terrific physical therapist (PT). He came twice a week for over 20
years [smile]. He gave instructions to my husband to help me and we worked
together every night. My husband was determined and said I would walk
again. I f it weren Vfo r them, I wouldn ’t have walked again.
Queenie continued with her story,
Eventually, I was able to walk again and when my daughter was 7 months old
I told my husband I didn’t need a housekeeper any longer. He got me a
stroller and I was able to roll her around. She never missed a daily bath or
meal and I got stronger doing the baby care. The children helped and
enjoyed having a ‘living dolV. There was joy with the struggle.
When I asked Queenie about her tenacity, she recalled her strict upbringing and the
positive impact her parents had on her,
I am either too stubborn or too dumb to give up. I come from a long line o f
stubborn Swedes. My parents were educated in Sweden and could not speak a
word o f English when they came to the United States. They learned
themselves. My mother was always emphasizing reading and books. Oh, we
had so many books [laughs J. My mother told me I got my sense o f humor
from my uncle.
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Amazingly, she recovered so well from her stroke that she was able to resume
driving. Queenie had fallen a few years ago, which necessitated her recent
dependence on a wheelchair. Her family had her come to GlenPlace for the winter,
though two winters have come and gone since she arrived. Many times Queenie
talked about being anxious to return to her home in Minnesota where her house and
car were left behind. But since the fall, she has had to adjust to her new living
arrangements and limited mobility.
I was a great Minnesota driver! The home is one level except for the
basement laundry. My husband had installed a whirlpool in the tub—he
adapted everything for me. I miss my sewing machine. It is hard to sew with
one hand, but I did it. / don’t want to bring my things out here because I plan
to go back. But I know that if 1 still lived at home I wouldn ’t be playing bingo
and I wouldn’t get to see my grandchildren. I love spending time with them. I
have made friends and meet new people all the time. But, I still want to go
home.
Queenie described an ambivalence many of the research participants noted as they
tried to balance feelings of conflict between achieving desired independence and
accepting help. She was always gracious and appreciative to any who assisted her.
Queenie made it a point to thank people by name and acknowledge their
contributions, and her patience was beyond any I have witnessed. She was often
found waiting for an escort or a push to her room or to an event. But she also, with a
smile, seized every opportunity to do for herself and keep involved with family,
church, and GlenPlace.
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/ don't like to be waited on. I want to be as independent as I can. Use it or
lose it. Get off your duff and get to work is what Isay!
Queenie shares a dining table with a group of lovely women who live with a
spectrum of physical and emotional challenges, and I frequently heard her extending
words of support, humor, or comfort to ease their suffering. She told me,
One day, Lena was crying. I told her about a time when I was crying and my
pastor told me to never be afraid o f tears because they can be cleansing. She
is so sad at times. I understand those feelings. I miss my husband so much.
We were married for over 54 years. He practiced law and was really sharp. I
never dreamed he would end up with Alzheimer's in his mid 60's. He was 74
when he died. I tried to take care o f him until he started falling. I couldn't
call 911 all the time, so we placed him in a LTC community. I visited him
every day. It was really sad because he quit talking and it was difficult
without conversation.
During interactions with others, especially with people meeting Queenie for
the first time, judgments were made about her based on her appearance. Often,
people spoke to her in slow and limited terms or talked over her to a staff member as
if Queenie could not respond or understand. Some residents assumed that she was
unable or unwilling to participate in certain conversations or events. It was
frustrating to witness these mistaken assumptions and I encouraged others to get to
know her better. Perhaps Queenie’s experiences could have been acknowledged by
the staff and case plans adjusted to facilitate interactions and prevent such lowered
expectations.
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When it was time to formally interview Queenie, I enjoyed the conversation
in her warm and welcoming apartment. Family photographs lined the walls, along
with lovingly hung artwork from the grandchildren, greeting cards, and holiday
memorabilia. A beautiful quilt made by the family captured images of Queenie’s
long and loving marriage built on bonds of faith, trust, and determination. Her
apartment always felt cozy with spicy smells from tea and cookies. It was homey
with two comfy chairs in the sitting area surrounded by magazines and books.
Queenie allowed me to tape most all of our conversations.
What is learning?
Learning is listening and reading. Learning takes place everywhere. Learning
happens in school and everywhere else. My husband taught me that common sense is
important and my parents emphasized the importance o f reading. I think you enjoy it
more if you learn things because you want to. Motivation is important. I f there is
something worth learning, you heed to dig into it.
Do vou consider yourself to be a learner?
l a m a lifelong learner. I think you can learn until the day you die. I was always
motivated. And when I saw I was making progress I was even more motivated. I had
all brothers and was often asked to play baseball with them. I held a record for
throwing the baseball the farthest for a girl. I could run fast too because o f my long
legs. I did well in school because I loved school. I enjoyed science, chemistry, and
biology. I am a visual learner: see it to believe it, you know.
Does aging influence your learning?
Iam definitely a little slower. I need to focus more on the person who is speaking.
You are never too old to learn. You know the saying, “you can’t teach an old dog
new tricks”? Well, it depends on what kind o f dog you are dealing with [laughs].
Learning is a lifelong process. Aging slows you down and I don’t learn as quickly
and I need to concentrate more. The attention span is really an issue. I have to work
harder, but I have had many years o f training! I have had many years to learn and
hone my skills. I am still here—can’t give up! But really, it is harder to learn new
things because people don’t want to change as they get older. Not me!
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Does your health/illness influence your learning?
After the stroke, well learning was very slow. I was fortunate that my husband and
the therapist were as determined as I was. / had to work hard; we all had to work
hard. I am ready for a cure or new treatment. I think older learners do face
challenges, but if they are determined they can do what they set their mind
too—might just take longer.
Does ALF living influence vour learning?
I try to stay involved especially if I can learn something new. / like bingo too. I don ’t
go to the craft activities as much. I haven’t been on any field trips because I don’t
want to take a chance by falling again. But I am out with my daughter and family all
the time and for church every Sunday. I keep track o f the events from the newsletter
and / call the aides to come and get me. The aides really make sure I get where I
want to go. The activity staff don’t come by, maybe once. I miss baking and sewing in
my own home. The people at my table would describe themselves as learners, but
many others don’t seem too eager to learn.
What choices and access do y o u have to learn?
There are people here who just want to coast. They have everything done for them.
Some people are like that, not me. I like being independent. Some people here are
just loudmouths and want to dominate. They are so busy talking they don’t take time
to listen and to learn from others. Others are here because they can ’t be on their
own. I keep my own checkbook and manage most o f my medications. My children are
a help. But / want to help others too. I wish I could do more.
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You get to a point where the “in here” and “out there” are too far apart.
It is harder to get out and harder to come back—it is a push and pull.
~ Homer
From a distance, most people assumed 93 year old Homer represents the
stereotypic image of a “frail old” LTC resident. He had lost most of his sight due to
Macular Degeneration, his hearing loss was substantial, and he only left his room
when he was wheeled down to the dining room. He didn’t seem to talk much and
staff and residents who didn’t know him often described him as “old and confused”.
The sad irony is that he was representative of many residents who are, in fact,
competent, quick-witted, fully informed about current events and politics, and highly
intelligent. They are often retired professionals who become increasingly isolated as
a result of sensory loss, grief, frustration, lack of identification with community
members, and inappropriate program planning or casework. Homer told me,
I don’t make many friendships here because so many are confused and so
frail. I am surprised how bad o ff many o f the people are here. I have lived on .
this side for 3 years. I lived on the retirement side for almost 12 years and
things were different over there. I had some extra care there, but I was still
driving. When I came here, oh, down hill I went. In a way I am being taken
advantage o f because they charge so much more and I don’t benefit from any
extra help. When I lived over there [retirement side] I collapsed in the dining
room, and [phhhhht] I was here overnight. They [step-children] didn’t even
ask me. I probably wouldn’t have stopped them, but I miss my balcony and
the interesting conversation in the dining room. My step-kids just took over.
I met Homer through an intimate female friend of his from the retirement
side. They had each moved to GlenPlace at about the same time with their spouses
and all four developed a close friendship. After Homer’s wife passed away and her
husband died, they developed a deeper relationship and moved in together. They
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both explained that their children were unhappy with the situation and did all they
could to separate them. Homer noted,
Our relationship is simple. We care about each other and [] helped me and I
helped her because her memory has been going down a bit. The kids keep
trying to get in the way o f it. We can’t even eat meals together anymore
because o f the separate dining rooms. At least we can visit each other and
talk on the phone—but nothing else because o f the “rules” around here. We
aren’t children!
After about two months of my getting to know both of them individually and
as a couple, she fell and her family moved her to a sister retirement community. She
continued to maintain contact with Homer as best she could with limited mobility
and access, but eventually the relationship was severed by her family. Homer, a
private man, didn’t talk often about his feelings because he was so frustrated, but he
did disclose,
I have gone so far down lately. Oh, [pause], the lack o f conversation and
stimulation, and losing my sight and hearing... That is the most frustrating
part. I feel so old. Most o f them around here are confused and I am not like
them [sardonic laugh]. But I get lumped in with them. And, [long pause] I am
contributing to this too because, well, I don’t want my family near me and I
don’t want to make new friends at this point, I don’t exactly feel like a
prisoner [pause, rubbing his head], I can’t find the words [sigh].
I asked him if it is about not feeling in control anymore of his body or his choices.
He said,
That’s about 95% o f it. You know, a lot o f my life has been doing things
myself and doing things the right Way, you know? Quality—doing it right. I
have had a few meetings with the management here, trying to work things out
and get them to pay attention and see about learning how to run this place
better. How they “group” us, the rules they make, the problems that happen

103

became they try to control us. They can find ways to help us without
controlling us! [Voice level rises]. I know I need help with things, but can't we
figure out how to do that so I still feel like a man?! The aides, they are young
and foolish, but they mean well. They look out for me, but they need more
training. After one meeting the manager here told me I could leave anytime I
want. What an empty choice. I can't manage on my own and other places would
be the same as this box. I don't want to fight about it with my children anyway.
Time spent with Homer helped me to understand his intense feelings of
conflict between feeling strong and impotent. I had to fight urges to intervene with
suggestions of advocates or others to better serve him or protect him. At this point in
my field project I frequently experienced feelings of frustration, incompetence, and
obfuscation of my own goals and level of complicitness of not truly serving the
population I care most about. Every interaction was enmeshed with confusion about
blurring boundaries and roles as a practitioner/researcher along with the desire to
want to “fix” someone or something. Frequently, I relied on thoughts from Freire
(2001) and Remen (2000) to function in relationships that are between equals and not
deny freedom of others by viewing myself as a “fixer” who sits in judgment and
views “brokenness everywhere” (Remen; 199). I often wondered how any
interpretation I made in this study could not be bracketed in trying to rescue, fix, or
correct. When is help a hindrance?
I shared these thoughts with Homer in one conversation and he seemed eager
to respond after he finished laughing and shaking his head,
Well, like I have told you before, I think the goal should always be about
quality and excellence. Whether you run a business like I did or you are a
doctor, you need to strive, learn, and question. I know you care. I have had
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social workers help me before [long pause] yeah, my mood isn’t good right
now, but / still have the choice to say “no ” to things. I trust my doctor and I
follow his medical advice to keep as strong as I can. He is confident that we
can fend off decline with all the new research and treatments that come about.
Where was I, what I mean to say—oh, it is hard to find the words these days.
What I am trying to say is I am choosing to keep things as they are, good or
bad. People like you can help the others here who can't think for themselves or
who are crying all the time. Understand?

“But,” I asked, “How does the notion of quality enter into the confusion a staff
member may feel about when or how much to help? “
[slow smile] You are working my brain, aren’t you? Is this part o f your plan?
[laughs]. No, just joking. Well, I don’t know all you do with your education,
but what I learned from running a business is that you serve the customer.
You know your product, you keep your eye on changes and learn more, you
develop personal skills, you do the best you can. Your product, I guess, is
doing right by each person. Doing right by me is not the same as doing right
by the one down the hall.
Boy, I guess you need a variety o f skills to satisfy all o f us here!
[laughs] That is something like the manager was trying to tell me. But it is
different because this place is like a fake community, at least for me. So you
can't build quality on advertisements that don't tell the truth. Don’t make
promises you can’t keep. This is no home, not what I would want. Why aren ’t
their balconies available on this side? And after [] fell, even if her family let
her come back, there was no space available for her here. Yet, they say ‘come
live with us and you will never have to move again’, Yeah, right.

Yes, I did see his point. As I transcribed these pages I felt great responsibility to
truthfully convey his words. Homer died on Thanksgiving morning and I miss him
tremendously. Reviewing the tape recording from our formal interview had been a
powerful tool to trigger memories, discover new levels of the experience, and a
reminder how fleeting my time was with each of these residents.
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What is learning?
Finding out what the score is! Wow, that is a tough question. Ok, I will relate it to
my upbringing. During the depression, learning was work in those days. I f a job
came up you did it. And, you took advice from superiors. You would kill for a job,
whether you knew how to do it or not; 7 can do anything ’ was my motto! I was
always thinking about what the next project would be. Every time I learned
something new, I knew that sooner or later I would have to do something else. I'd
file what I learned away to be prepared next time. Even with the lowest job o f
scrubbing floors in the cheese factory, you needed to watch others and what they
were doing to be prepared to move up. No sitting on your butt! Supervision and
instruction were the same then.
I never took a book home, let’s put it that way. No money for books, but I
paid attention in class. Anyway, hands-on learning is as important as book learning.
Even doctors and lawyers need both. Common sense and problem solving are
important parts o f learning too. I only spent one term in college. But I was confident
in my skills and my ability to learn anything I needed to. I had to keep a lot o f
numbers and calculations in my head when I owned the meat business, so my
memory was good for a long time.
Do y o u consider yourself to be a learner?
Now, with my bad sight and hearing, I am going down fast. I listen to the talk and
news shows on the radio and TV. I keep up with sports too. But 1 know we are not
getting the whole story about the war and the national budget! So, I have to kind o f
put things together on my own.
Does aging influence vour learning?
Oh, brother, I have lived most o f my life the way I wanted to. I kept going well into
my 80’s. I f I could see and hear ok, I would still be doing well. Even with some help,
I would be living my life. So it really isn’t about the number for me, it is the
blindness. Well, I guess I might be too old to learn another trade; I have to think
about that.
Does your health/illness influence your learning?
I have some fear now, that I didn’t used to, because o f the blindness and the fainting
spells. I can’t read anymore. Not being able to see is my main obstacle. No cure yet,
but I am hopeful; hoping for a breakthrough.
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Does ALF living influence your learning?
I haven’t adapted well here. 1 hate living here. Well, most o f the people here are
really bad off, so they bring the rest o f us down. I used to like to dance. Now / don’t
have the ability or a partner! [laughs] Anyway, they don’t have dancing here. I don’t
really like doing things in groups anyway. What I like to do, I can’t do here. I miss
fishing, hunting, and even long walks. There is nothing here for us who want to talk
about politics [laughs], but I know la m one o f the few democrats around here.
Anyway, I think this place would qualify as a mental institution.
What choices and access do you have to leam?
I really don’t want to learn anything new anyway. I just take life as it is [head bowed
and deep chuckle]. Everyone tetls me what to do. I am very dependent on the staff,
but I say “no” to a lot o f things. My reaction time is so off too. I feel I have done a
lot, but la m missing out on a lot that I enjoy.
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I worry that I will get to where I won’t see any advantages to learning
and lead a mundane life / have no control over.
~ Katalina
On the afternoon of my first day, I decided to sit with the ladies who were
getting a manicure from an activity assistant. We sat in the front lobby near the bird
aviary with a dozen excited finches, fresh baked cookies on the table, and the
background hub of the comings and goings through the front door. The mood was
relaxed but not as lively as I have previously experienced at other ALFs during
manicures. Usually, such an activity turns into an exuberant exchange and tangential
conversation about fashion, memories, and gossip. The activity person made little
conversation and the residents rarely spoke to each other, so I continued to quietly sit
and observe until Katalina arrived. She plopped down in the chair, raised her arms
and laughingly said,
It is just too quiet hereI This is no way to welcome our new student here.
What is your name again? Mine is Katalina. Now what is your research
project about? And how can I help you with it? C ’mon and tell us all the
details!
We talked for over an hour, with other residents coming and going as they got their
nails done. Katalina seemed eager to share any insights she had about being a senior
and living in an ALF. I had originally been sitting across from her, but as we talked
and seats became available I moved close to her until we were next to each other and
she began to tell me some of her story. A retired nurse and mother of two sons,
Katalina described with some sadness, moving here as a result of struggles she has
had with major depression.
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I no longer feel the same, not the “m e” I was before. It is hard to find the
energy or the desire to volunteer, meet friends, or do the artwork I enjoyed
before. My wonderful sons are a great support and they told me I needed to
move here because I couldn't look after myself anymore.
When I asked her if she agreed with their opinion, she nodded, “But 1 hope I am not
here forever”. Katalina expressed confidence in her doctor and the medications she
was taking to help her regain her energy and sense of self. She talked at length about
some painful experiences and also spoke lovingly about her sons and grandchildren.
Near the end of our chat I walked with her to her apartment. Katalina explained that
she was surprised that she shared so much with me. I told her that I was inspired by
her honesty and reflective insight she had about herself. She took my hand in both
her hands and thanked me. I thanked her for making my first day so special.
That was the first of many meaningful conversations I shared with Katalina.
We spent much time together talking casually in the dining room or in the garden or
more privately about her personal struggles. During one of our conversations I asked
her to tell me more about living at GlenPlace,
I like the privacy I can have here and the aides really care about me. I have
some special relationships here. But it is so difficult to tear myself away from
here too. I have fears I never had before. I am caught in-between the
independent person I really am, believe that lam , and the control o f the
depression and anxiety. I put blame on not having a car, but it really isn’t
about that.
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I asked her to tell me more about this aspect of life here and to try and describe how
she finds a balance of being independent and accepting help.
Well, independence is about a life without being monitored and speaking
one’s own mind. As far as lea n see, we are all raised to think ‘independence,
independence. ’ / told my sons that if I got too ill or too complicated, put me
away. Well, now [she pauses and looks down] here I am. These days, no one
thinks about letting Mom live in the back bedroom and just putz around and
come out when she wants. I think grandparents should be around the family,
whether or not they talk much or get involved. At least they would be closer
to the family. My sons live in different states. But it is also hard for young
people today because life is so hectic and both have to work. Life is hard for
all o f the family for different reasons.
In early June Katalina experienced an emotional crisis and courageously
admitted herself in the hospital. When she returned she said that she remembered our
talks and appreciated them. I asked if she wanted to talk about her recent
hospitalization. With her usual candor and reflection, she thoughtfully told me,
I was feeling weepy, you know, and I realized that when I looked around my
room everything was a mess and I hadn ’t noticed. The crying got worse and I
could recognize myself sliding in to a ‘bad way’ over a few days. My doctor
wasn’t answering but another one said that I should go to the ER and check
myself into the psych unit. I got a new counselor and my medication adjusted
and I feel much better.
Amidst sharing such a personal disclosure, Katalina expressed her concern for telling
me her story and was worried that it was “too much for me” and she didn’t want to
“bring me down” or burden me. I reassured her that I wanted to listen and that I
wanted to make sure she was comfortable sharing with me. At this point, we agreed
that we would frequently monitor each other during such conversations to make sure
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that whatever she wanted to be private and separate from the study would be noted as
such. She was comfortable with recognizing my dual roles as volunteer or researcher
and trusted that I would respect her privacy. I was bearing witness to only a sliver of
Katalina’s lifetime attempt to live with profound changes in mood.
Later in the month when I met with Katalina, her mood had declined and she
expressed worries that I would forget about her or not spend time with her:
In a place like this it is easy to feel left out and forgotten. And, I can feel
brain frozen or brain dead. I feel hope and hopelessness at the same time, all
the time. I think if I got dementia that would be a blessing. I wouldn’t have to
know what the hell is going on and wouldn’t have to worry. To live like this,
within the same walls and walk the same steps every day at the same time, eat
the same food, the same mundane conversation, back up the same steps until
the next meal. It is hard to think about. You don't see half these people who
live here out in the hallway doing anything with someone. A few. But many
hide behind their doors. I try not to turn into this person I don’t like. But I
know that I need to keep trying.
During the days when she felt more energetic, Katalina enjoyed bingo and
playing a variety of card games with a dear friend and tablemate. I spent some time
with them enjoying the garden. I sat on the bench and watched as Katalina wheeled
her friend to identify the plants and evaluate how they were growing. They laughed
about how they would plant things differently and shared memories about their own
gardens. They returned to the bench and wondered aloud about the mating habits of
squirrels, the variety of colors on dragonflies, and the power of the sun. Later in the
week I met Katalina in her apartment as she talked excitedly about her birthday
celebration the night before and showed me each gift she received.

Ill

Throughout my time at GlenPlace, I could see Katalina’s mood rise and fall
and I could only helplessly watch her efforts to regain strength enough to come out
from under the covers. Some days I could hear her glorious laughter throughout the
halls or hear her break out in song in the dining room. Other days, I could only
imagine what pain she was feeling that I cannot describe but sensed on a visceral
level. Yet, her level of engagement with me never waivered. She spent time with me
during all levels of mood and made efforts to connect with me on a regular basis.
Katalina’s tenacity and spirit—the essence of the woman she is—was evident
to me from the first time I met her. I held an image of her as a warrior-woman who
was at battle with parts of herself that could unravel who she is or fuel impetus for
her to overcome. I could never know the feeling of what she experienced, but she
graciously opened herself to me so that I could get as close as an other could to
watch a person living the ultimate psychic tension of being and not being oneself. I
held great anticipation for our formal interview and knew that I would gain far more
from the exchange than I could offer her.
What is learning?
I learn by reading and participating. You can’t learn without some type o f education.
Yet, I think real learning is about interacting. It is also about impact: see it, do it,
live it! Learning can alter your whole life! It can alter your senses, your expectations
and your way o f figuring and looking at things. I didn’t graduate from high school,
but I later took my GED. I went to nursing school and the first try it was too hard,
but the second try I got it. Listening to others can give you an opportunity for an
awakening. Words can be powerful and have magic to them if they are used
properly, no, carefully.
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Do you consider yourself to be a learner?
Oh, I am a learner, at my core. I could have been ignorant and run away from
learning and then be stifled. But instead I took the other road. I had a very difficult
time in school. I was extremely shy and often was put by the wayside. I didn 7 care
about grades and my teachers didn 7 care about me. That is, until my favorite
English teacher who gave me a feeling o f importance and warmth. But really, it
wasn’t until I had my two children that I became a learner. I looked at life at a
different level and saw how they saw how fascinating life was. Children have so
many facets that you want to encourage them all. They were so imaginative and
creative. I learned with them; I had a childhood when they were bom. I could see
their minds expand. I raised my children to feel like pioneers and explorers—that is
how to go through life! Also, you need to feel included in the learning experience.
You need to know your views matter, especially for young students.
Does aging influence vour learning?
Well, because I went back to become a nurse after being an adult, I think 1 let myself
use my wisdom and instincts. My experiences helped guide me and I learned things
more quickly with the attitude o f problem solving. / learned in steps and overcame
my fears. I became more verbal and less afraid and knew what I had to do. Aging
itself is a state o f mind. I have seen children latch on to the prejudice about older
people. We all need to work at not letting an untruth become something that all ages
believe. I hear other seniors say things like “I am too old to learn ” and I wonder
why they think that. Just exist until I die?
Does your health/illness influence vour learning?
As a senior with health problems, you can end up not learning and focus more on
being sick and can 7 come out o f it. You drift and become consumed by your illness. I
have, at times, been consumed by sadness. My depression makes everything hard. I
have a hard time with breathing and my diabetes is making my sight worse. It is
frustrating.
Does ALF living influence vour learning?
Most o f the time here I feel like a mindless old lady growing old. But talking with you
has made me feel like a person. Well, there isn’t that much here that is stimulating or
interactive. There are presentations, but I want interactions. Engaging in stimulating
activities can lessen the depression, but not having things to do that are challenging
lets the depression creep in and take hold so that when something comes up that is
interesting, it is hard to gear up. I like the musical guests, o f course, but you can only
listen. With the visiting artists you can interact. And the crafts here are not art, they
are crafts. There is a difference. I want to experience the art on all levels. The things
they do here are mainly for decorations and party events, not about creating.
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/ loved doing stained glass but I lost interest, and I want to get it back. And
with that kind o f activity, you can experience it alone, do your own thing, but you
work alongside o f others. You each focus on your own project, but you feel the
creative energy in the group. It is still private, but supportive. You feel the energy but
you are in control. The group activities here end up with gossip and people
correcting each other and finding fault. Like the quilting club, too many rules! I
think there are learners here. But, they stay in their rooms and learn by themselves
and don’t discuss or they have a small group o f peers la m not part of. That is what I
feel. I think when you come here to a place like this, you give up little by little. First,
you fight it, then you complain about it ferociously, then you give in, then you are too
old, and then you are carried out on a stretcher.
What choices and access do you have to leam?
I didn't pick GlenPlace, my sons did. I was put in a psychiatric unit for a while and
then came here. I always reach out before I do anything to myself. Many here don’t
take advantage o f certain activities or don’t even do things with their families
because they feel they are burdens. They get lonely. But at the same time, there
really aren ’t that many stimulating things to do. I even miss doing some chores; I
made paying bills an event. But really, who is going listen here? Nobody is that
interested or intelligible. Their intelligence has been replaced by mundane routine
and mundane conversation. ‘The elevator is taking too long ’ over and over or ‘What
time is dinner? ’
I still have some choices, but there are always complications with the
choices. It is always a challenge to decide about how much ‘you’ to be. I like
privacy, but I want stimulation. I don’t like boring conversation, but when I try to
open up, most can’t handle it and change the subject back to a mundane topic.
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Right now, 1 don’t think I think much!
~ Cookie
Cookie, a jovial great-grandmother to 13 children, can always be found with
a smile on her face and a sarcastic comment about the food in the dining room. In
spite of three surgeries, numerous hospitalizations, and a battle with cancer during
the year of my project, Cookie never seemed sad or discouraged. During many of our
chats alone or with her tablemates (Lena, Luella, & Queenie), Cookie often shared
opinions about a variety of topics, but rarely spoke of her own health.
Oh, everyone here talks about their health problems. All the time! I don’t as
much. I don 7 have DIABETES written across my chest or forehead. People
seem to like to be around me. I am always running into people I don 7
remember but they remember me. Just recently I ran into a man and his
brother, who I used to flirt with a lot when I was younger. The brother said
‘You look as good as you did when you were 14, how about a date? ’ I said,
‘No, you old bat’ [laughs a long laugh]
Optimism and recognition of support from family members who kept her busy with
regular visits, activities, and meals out set the tone for her conversations. When I
encouraged her to talk more about living in an ALF, she disclosed,
I don 7 like just staying around here. It is too easy around her for people to
sit in their rooms and do nothing. I know that after lunch it is so quiet around
here I would like to scream! Many here have to be in their rooms for medical
reasons. But not all o f them. I don’t want to be stuck here. But I make the best
ofit.

When I asked her to tell me how she came to live here, she tells her story (uniquely
experienced but a shared theme with other residents) of a major medical event
occurred and resulted in a rush to place Cookie without her making the choice:
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I didn 't decide to move to GlenPlace. I had an accident at home and cut my
head from my shoulder all around up over my head. I was on my scooter in
the kitchen frying dinner and I went to open the cupboard and went flying.
My kitchen was covered with my own blood. I had my phone in the scooter
and called 911. Boy, they got there really fast and stuck me in the ambulance.
Gee, all the blood. I wondered how 1 could live without all that. I have been a
diabetic for over 40 years, so I was used to seeing blood. At the hospital my
family and three doctors said I couldn ’t live at home anymore. It wasn’t my
choice [shakes her head].
We checked places all over the area. I still hadn't convinced myself, but
when you have four kids and the doctors telling you, well.. .1 didn’t view it as
giving up because I thought this would only be temporary. But I didn 't tell
them that. I have been here a year and six months. I don't like not being able
to use my scooter in here, it limits me a lot. But 1 guess my family didn't want
me on the scooter anyway. So / had to change my life and give up my scooter.
This place was the friendliest and seemed to be the most social.
As the months progressed, I spent more time with Cookie and the others at
her table. We often laughed at meal time about food likes and dislikes, and described
all the meals we loved to prepare. Cookie’s tablemates expressed their desire to do
something special for her birthday, but they were concerned about coordinating a
party, I offered to help. We had a great celebration in one of the private dining rooms
and I supplied the Chinese take-out and party favors. It turned out to be a regular
tradition for every birthday celebrated by the group members.
The first party seemed to be a turning point of bonding and understanding for
the women to be able to support each other and reach out for help from others on
their behalf. The four ladies have very different personalities. Queenie and Cookie
relied on humor and optimism, Luella was extremely quiet and observant, and Lena
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struggled with her profound depression and mood swings. Yet, they built a network
of support that honored their individuality. When Cookie was in the hospital,
Queenie supplied the get-well card and gathered signatures. Luella quietly let the
staff know when someone needed help when she noticed any behavior changes with
her tablemates. And Lena, who used to keep to herself at any group activities, started
to seek out and sit next to Queenie or Luella on a regular basis.
I think it was due to Cookie’s dynamic personality that the group was willing
to take their relationship to another level. The meal experience can be a vital source
of social connection and validation for those who isolated in their rooms or who have
difficulty with socializing. Even as social as Cookie was, she acknowledged doing
less and less activities due to a combination of memory & vision decline and
mobility barriers,
This can be a very social place at times. I played cards when I first got here,
but now I have trouble seeing and remembering the rules. The aides are
great too, so even if I can’t get out o f my room much after a surgery, they
keep my spirits up! [laughs ]. I don't go to many group activities much
anymore. I like the musical events, but that is about it.
Like many others, Cookie bracketed her awareness of physical challenges
with hope. She had not been able to drive in two years, but she kept her car in the
parking lot “just in case” and laughed as she said, “But the last time I drove I
couldn’t even see down the block”. Once again, the contradictory feelings of loss and
acceptance were evident. Cookie had been happy to let me tape record our
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conversations. I interviewed her in her room as she sat in her large recliner and I sat
on the floor.
What is learning?
Reading, writing, talking with others. Learning and working go together. But I also
think learning goes with art, creating, and hobbies too. I don't think you need a
formal education to learn. I liked school, everything about it. I got good grades and I
was a majorette from the 5th grade. I was always interested in numbers, Latin, and
chemistry. I blew up the lab once [laughs ], WHAMMMM! I was even more popular
after that! I guess the fond memories include the social and the formal parts.
Curiosity, that is important. I am curious about anything. You know, you
want to learn more with each thing you learn. When you put yourself out more, you
understand more. That isn’t how I really want to express it. I have hard time finding
the right words lately. Anyway, in school you are taught what the teachers want to
teach, but learning in the world happens when you exchange understandings with
others in life. You learn by doing too. I used my hands for so many things like
sewing, arts, crafts, and the bookkeeping too. I decorated store windows and did lots
o f artistic things. Hum, art, math, and a majorette too! I learned quickly. You know, I
had to learn in a hurry how NOT to do things too [giggles].
Do you consider vourself to be a learner?
I have always liked numbers. I was a bookkeeper for many years and loved it! I miss
it! Now I am not too busy learning now. I don 7 think I am learning too much new.
Does aging influence vour learning?
Well, maybe if you are 100, your age might matter. Yes, 1 am slower and my body is
a mess right now, but that isn 't really about my age, I don't think. But yes, you slow
down as you age.
Does vour health/illness influence vour learning?
I was a great sewer and made all my own clothes. But so much depends on your
physical abilities. Things are harder when you can’t walk and when your sight goes.
Not driving is really frustrating. It is getting harder to see. I have early Macular
Degeneration, plus the Diabetes weakens my sight. Now that I think about it, I guess
I don’t do some things because I can't see so well. I plan to do things and then I
don ’t do them. I guess I don't want to think about what I can’t do, so if I try to do
something and can’t see, I might get upset about it. Overall, my health has been
pretty good until the last few years. But when things begin to pop, they sure pop
[laughing]. Right now I feel lousy. Things will get better. I ’m not ready to die yet!
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Does ALF living influence your learning?
Moving here, well I had to learn to not let things get to me. I f I get upset I shut the
door and stay here until I can come out feeling better. But in terms o f learning, hum
[head down while thinking ] I just don't do things much here anymore. I used to play
bingo, but I quit. I don't really know why. I like going to listen to the musical guests.
I enjoy being with people and I like being alone.
What choices and access do vou have to leam?
I am not independent. I know that if I took one step out the door here, my kids would
bring me back. My kids are very good to me. But, I am not independent anymore
because o f the decisions my kids make. But really, they only control my staying here.
They don't control other things. I can say “no” and people listen most o f the time. So
I guess I feel both and neither when it comes to choices. Getting to places, no
problem. My kids help and there is the shuttle here.
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/ was hoping God would take me on my 90th birthday, but I am still here!
~ Maxine
I didn’t spend much casual time with Maxine, as she kept to herself on a
regular basis. From observing in the halls and dining room, I knew little about this
petite 92 year old devout Baptist native from Alabama. Staff often referred to her as
a lovely and gracious southern lady, or used the term “Spitfire” to describe her. She
often wore eye-catching clothes in dynamic colors and was always groomed in
immaculate and fashionable style. Her gait down the halls was a combination of
confidence down the center and caution with calculated steps that she counted out to
reach her familiar destinations. Although blind, Maxine never used a cane nor
anyone’s arm. She might ask directions how to get somewhere but she did not need
guidance to get where she was going.
Maxine had been on the first list of contacts I made by letter to invite her to
participate in the research project. A staff member told me that Maxine had asked her
to read the letter and that she was eager to participate with the formal interview and
focus group, but didn’t want to be “observed too much” because she couldn’t tell she
was being observed. I appreciated her conveying this parameter to me and we agreed
that I would periodically stop by her table during a meal or say hello at any musical
event she attended to alert her that I was there and would be observing her for a
designated period of time.
The content of my first casual talk with Maxine continues to be a source of
ambivalence for me as I struggle to reconcile the ideological views held about aging
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or dying “well” or “gracefully” along with the framing assumptions I established for
this exploration into aging as becoming rather than declining. I first met with Maxine
while she was setting up a meeting room for bible study as she did every Saturday
afternoon.
I asked God to take me on my 9 ( f birthday. And here / am at 92 .1 do my best
every day and I am thankful for my life, really. I guess me living so long is
just part o f the plan. Though [sigh], I am so tired.
Just as I questioned my immediate role as researcher and the larger context of my
work as counselor/educator with Homer and other research participants, I am
perplexed by mixed feelings I have in response to those who tell me they are “ready
to die”. As a caseworker, I am obligated to assess depression, suicidality, and
competency, and as an advocate for individual rights, I support the choice and selfdirection. However, if I truly act on my espoused view that we are all becoming and
have potentiality to make or find meaning until our last breath, how do I
contextualize the expressed desires of some of the 90+ year olds I have met who
“have had enough” and are “tired” of living?
I spoke with colleagues in the field who acknowledge such a type of person
who is neither depressed nor suicidal. One social worker called the experience the
“Dwindles” while an RN described it as the “I’m done & readys” with some of her
clients. I enjoyed hearing Maxine’s childhood stories. She often laughed as she told
me about her memories,
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When I was a child I got into loads o f trouble [giggles]. I was a tomboy. One
day, for instance—I was kind o f a leader and didn’t know it then but I would
suggest something and they would follow—I suggested a group o f us girls go
out to this sink hole where the boys would smoke. We got caught by the teacher
and she lined up us girls and gave us a switchin’l Oh how that hurt! I must have
been about 13 [laughs and laughs ]. I had lots o f friends.
My dad was a farmer and we were very poor. My mother died when I
was three and I was the youngest, so when my sisters left home I had to stay
home and help my dad. My oldest sister went away and died not long after.
The other sister got married and I had to be my dad’s housekeeper. I got
married at 17 and my dad lived with us some [sigh]. Used to slip out [grin]
to see my husband-to-be. There was a little room out back o f the kitchen
where I slept. It had a big window [giggle] and it stayed open most o f the
time and there was a ladder that came up to the window and I slipped in and
out [giggles]. My husband and I were married over 64 years. We came to
Portland during WWII and I worked in the shipyards as a burner to cut metal
with a torch. I was considered a good burner!
I asked Maxine to tell me about her husband before he died and how she came to live
at GlenPlace. She said,
Well, let me see. My husband got sick and had to go to the hospital. He didn't
get well again. I saw that he wasn 't going to get well again. I had to sell the
house and get rid o f what we had to find a place for us. Then I had to put him in
the nursing home across the street for a while and moved to this side into a tiny
room. I got a two-bedroom apartment here and he lived here until he died. I just
stayed on. I have lived here more than 10 years. I used to grow my own roses. I
loved it! I miss that. I miss cooking and keeping house.
She also shared some feelings about a period of adjustment when she moved from
the retirement side to the ALF,
I think there are all kinds here. I had to learn how to establish myself in a
group. Well, more o f how to leave things alone that I don’t understand. I had to
distance myself from others so as not to take on their problems. I don’t take part
in the handwork groups. I rather focus on the bible. It is very important to me.
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/ used to read the bible every morning first thing. It was a habit that I hated to
break. But, I have gradually broken from it as I lost my sight. Sometimes I get a
little depressed about things, but then I just go to sleep and start a new day. My
daughter visits once in awhile, but she has a busy life. I don’t want to be a
burden anyway. You know, she calls me every night, though. I feel guilty that
she does. But, to be honest, I would miss it if she didn’t call every night. How is
that? I want what I don’t want?
I hadn’t spent much alone time with Maxine, and yet it was through watching her
that I observed another example about living a profound paradox of wanting and not
wanting, or living-as-waiting. Her perseverance always had a shadow of sadness.
What is learning?
Information on top o f information. Oh, something new has come into view that you
didn’t ever know before. Education means school and books.
Do you consider yourself to be a learner?
I ’m still learning things! I am 92 now. I am learning how to be 92!
Does aging influence vour learning?
Age doesn’t really matter. Yes, my memory isn ’t as sharp and things take me longer.
I ask myself “Now what was I doing? ” a lot lately. It is more about personality than
age when it comes to learning. When you are older you are more grateful fo r what
you can do.
Does vour health/illness influence vour learning?
In general, I had always maintained my health. But over the last few years my
hearing is gone in one ear, I can’t see and the arthritis in my knees and hands [she
leans forward to show me her petite and knar led hands] makes it difficult to move. I
can’t write now because o f being blind. My vision going is a little depressing. But I
do have bright spots in my life. I think I am doing super well with my age and health.
I have some grunts and groans, but for my age I am doing well. Now I attend the
bible classes and just listen. I have memories o f whole bible chapters. I always was
good at memorizing things. That helps me now. 1 would do many more things and
expand my activity options if I didn’t have these problems.
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Does ALF living influence vour learning?
/ have two bible classes here each week and it is the basis for all / am learning. We
take a portion o f the bible we study. There are about 8 to 12 o f us each session Well,
I watch TV, but none o f that is very valuable. I play checkers all the time on a large
set—I love that. And I go on walks and get out. The guest performers are stimulating.
You have to try and not get too depressed. That is not something you can always do
here. That is a hard one for people here. Each person deals with sadness differently.
What choices and access do vou have to leam?
I do what I can. But I am very complicated with all my health problems and all. The
doctors send me to one right after the other. They show me respect, but they can’t
help me see again. Well, I feel free, really. Our country, my church—that is most
important when it comes to choice for me. And in here, well, I can choose what I
want to eat from the menu. My bedtime is my choice. I have choices here. / don’t
have my own transportation, but I can get around. I am on a tight budget.
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I feel stuck.
~ Lena

A wise elder once explained to me that when you meet anyone—especially
an older adult—you enter that person’s life at a very specific point of entry and can
never truly know the eternal essence of that person. She was speaking about a
temporal body and a spirit or identity that is immeasurable and has constant
elements. When working with older adults in LTC, it is common to encounter a
person in transition or crisis and perceive the person through labels of deficit or
decline. The person’s place in the world, her story, then becomes buried under layers
of voices of practitioner notes and prescriptions. Even worse, when the person has no
family contact coupled with cognitive challenges and depression, her ability to tell
her own story may be compromised or so deep that people don’t hear.
Lena struggled daily with anxiety, psychosis, and profound depression.
Sometimes, when the moment was just right, clarity came to her and she became
expressive with salty sarcasm and joyous laughter. Those moments were not in
opposition to her identity, as much as they were an extension of her current self. She
lived in a shifting reality those around her needed to patiently pivot along with her to
experience the spectrum of her many facets over her 81 years.
Usually, Lena stayed in her room and came out for meals, to walk her dog, or
to ask for medication. Her one regular enjoyment was playing bingo and she would
become more animated when she talked about her winning or losing streaks. Her
petite frame often seemed burdened by invisible weights as her body appeared too
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heavy for her to support. Shoulders bent forward, extremely slowed movements, a
frequent lost look in her eyes—it was often difficult to discern how much of her
affect was the depression, dementia, or medication side effects. As I watched Lena, I
experienced that dual sense of awe and horror I sometimes feel about the interplay of
the brain, mood, and life experience. She, like many others in LTC, is the
embodiment of a counter-balance of survival and suffering—an experience she tried
to articulate,
I don’t know anymore. Since / have been here all I want to do is lay down and
sleep. I am bored, but when I try things they are so hard and then I get upset. I
want something interesting to do. I want to create. But when / think about trying
to do it, um, plan, the thought o f all o f it is overwhelming and I do nothing. /
used to paint. The aides are great here, but the activity person in charge makes
promises she doesn 7 keep.
Lena explained that many months had passed since the activity director (AD)
promised to display some of her paintings up in the hallway. Such unfulfilled
promises from the AD were common. I frequently heard from residents, staff, and
family members about the lack of contact from the activity staff. Lena took me to her
room and showed me closets filled with beautiful oil paintings of landscapes and
scenes from her childhood farm. She didn’t just paint, Lena was a prolific awardwinning artist. At a staff meeting later that week in response to “ideas for the walls” I
reminded the AD about her promise and the paintings were up within a few days.
Staff reported an immediate improvement in Lena’s mood and talked about the
display as being a great opportunity for other residents to interact with Lena.
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Everything for Lena was an effort. As our bonds grew, I could see her
determination to connect with me. Even through tears or extreme confusion, if we
saw each other in the hall, she would hold my hand or invite me into her immaculate
apartment. Her small space held a few family treasures and more beautiful paintings,
including my favorite one with vivid colors and detailed rows of fruit-filled canning
jars. As I looked more closely at the painting, Lena beckoned me with her finger and
walked me to the hallway,
This is the last painting I ever painted. This is when my life changed, when it all
changed and I woke up here with my house gone, my painting supplies gone,
and no lawn to mow. I got ill, in my mind, went to the hospital and woke up
here. When / was upset / could go out and mow my lawn, not anymore.
I perceived the dramatic oceanscape of grays and jade greens as an expression of a
life swept around by a relentless tide as she continued,
I don't know. Most o f the time I don’t want to try. Well, I do, but it is too much
to think about.
This ongoing tension between her desires and her actions were evident on a day I
was facilitating a weekly discussion group. Lena attended regularly, but one day I
noticed she did not attend, but walked back and forth outside of the meeting room
during most of the hour session. When I later asked her what happened she laughed
and said,
I thought I should go to the group, but I was so late. But then I heard you talk
about empathy and I knew I should remember the meaning o f the word, but I
didn't. So, I walked by to go to the dictionary and when 1 got there I didn’t have
my glasses. So I went back to my room and came back and still forgot my
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glasses and went back again and remembered the glasses but forgot the word.
So I walked by until you mentioned the word again and then I looked it up. I
forgot the definition anyway [sigh and tears begin].

Elliot was nearby during this disclosure and he offered an arm of support and
gently told Lena that her efforts were inspiring, even if she could not remember
things. She thanked him and looked at me and shook her head. Could she be able to
hold that moment as a place of comfort? Such cognitive challenges were embedded
with emotional meaning and frustrations for Lena. One day during one of my
frequent lunches at her table with Queenie, Luella, & Cookie. Lena was upset that
everyone at the table knew that she was turning 81 though she thought she was
turning 80. Once she had realized she was turning 81, she was upset for a number of
days that she was confused about this in the first place. But eventually, she was able
to smile or joke as she told this story.
Lena was a living paradox of expression and feeling, with many traumas
relating to deep and private stories from her past. While she seemed to be “drooping”
bodily, such demeanor masked very thoughtful reflections. One day while we chatted I
asked her, “What did you think about the talk today about stargazing?”
Oh, so much goes over my head, I don’t know that I got any o f it [as she
talks, she becomes more animated]. But, I was wondering about different
perspectives. We always think about how the planets look to us, but how does
Earth look if you were looking at it from a star. It must appear like these
stars look to us. It is all so confusing, but amazing too. I used to think more
about such things when I was painting.
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Lena did engage, she did find meaning, though she would not often be able to
recount the discussions. Our conversation lasted hours and spread over a terrain of
fatigue, laughter, joking, and connection. At this point, we reached a level of comfort
to sprinkle sarcasms in our talks—a type of communication Lena enjoyed. As the
months progressed, we negotiated a level that used humor and verbal sparring to
push boundaries of exploration and insight. She continued to find continuity in our
interactions and made every effort to interact with me on even her most ambivalent
days. One day while we were walking the dog she told me,
la m so boring, why do you talk to me? And I don’t understand most o f what
comes up in the discussion groups. I can’t remember, urn, make, um the, what is
it, the chains, 1 mean the hooks, you know? Why do you even like being around
me when I can’t talk right or think or? [Her head drops].
When I tell her that there are over 150 residents at GlenPlace and I choose to spend
time with whoever I want, she seemed genuinely surprised.
Issues of neediness are pervasive in LTC facilities and it is interesting that 1
never feel drained by such interactions with Lena. Helpless and motivated, these are
the descriptors of what I felt. And, with some other residents, I did at times feel my
energy being sucked out of me. Why did I feel a different response to other
residents? Social connectivity is important, but who determines what boundary is
designated for neediness? Does my sense of connection shift with different
personalities, diagnoses, or types of neediness? Is there an assumption of choice or
an expectation I hold about capability depending on the convergence of certain types
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of personality traits and disease states? Do I perceive of difference in ability and
desire as criteria for different types of empathy? I still do not know how to answer
these questions.
Late fall arrived and Lena motioned me to her painting in the hall as she often
did and told me,
I used to paint. All the painting in these halls are mine [we walk to each one
and she struggles to tell me about each. Often, she can’t find the words and
sighs J. Here is the last painting I did before everything changed, before I
ended up here and everything changed. My last one. I don’t think I can paint
anymore [tears slowly trickle down her face ].
The power of the painting as a signpost for her losses resonated each time she
guided me to see, hear, and understand her suffering. I understood that her story of
suffering was a “way of creating continuity and wholeness in the face of
disruption—a life tom apart—as a way of understanding what happened (Charmaz,
1999, p. 373). Lena was initially hesitant about the formal interview questions until
she felt comfortable enough to share with me her fears that she might “answer
incorrectly” or get confused. After I explained that there were no “correct” answers,
she seemed relieved. I told her that I enjoyed my time with her regardless of her level
of involvement in the project.
At moments like this I felt her fragility and worried that she might
decompensate and I would not be able to help her. But at the same time, I knew that
viewing her through a lens of fragility was not accurate. Lena made clear through
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behaviors and words her tenacity and desire to connect with her tablemates and with
me. I was disempowering her by thinking I was responsible for her. The line between
practitioner arrogance and co-creator of experience was difficult to identify when
dealing with mental illness. And, enmeshed in that conflict for me was the conflict
about being a researcher and intervener.
I did my best to be genuine and listen as best I could to what Lena was really
saying. Her words were often metaphors or in opposition between what she thought,
felt, and experienced at any given moment. We spent more time together over the
next few weeks and it was Lena who asked,
Well, when are you going to ask me those things? No tapes. I ’ve seen your
recorder. No recorder. OK?
No recorder was used. Far beyond the research goals, I knew I would never be able
to capture the many facets of this amazing woman that happened all at once.
What is learning?
Remembering. That is a hard question. You learn a lot by experience. The more you
learn the more you understand about yourself, others, and the world. We lived on a
farm and worked hard. I remember more o f that than about school. I don’t
remember. Maybe, watch and learn?
Do vou consider vourself to be a learner?
I was always a quick learn. Not now. I was one o f 5 kids. I guess if I want to learn
something la m a learner. But that isn’t enough now.
Does aging influence your learning?
What do you mean by older anyway? 10 years or 100 years? I guess for some
people, age would matter. But we seniors have to prove them wrong by learning!
[laughs with gusto J. I learn if I am interested.
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Does vour health/illness influence vour learning?
Well, my memory and my health—I don’t remember much anymore. It just goes over
my head and often doesn’t make sense like I know it should. Hearing and vision loss
make it hard. Not driving, and all that. You know my old house is close to here. I
used to walk by it and got too upset. But it is just over there. I used to be healthy
overall. If they could just fix me.
Does ALF living influence your learning?
I have trouble so much lately. la m jealous o f Elliot, he is good at making beautiful
things. I play bingo and take care o f my dog. [laughing] I have learned that I can be
honest with you about not understanding things, not half o f the things you say to me.
And you are ok with that. You don ’t judge me or make me feel bad. The hallways
here are often like a morgue. I rarely see anyone. My table in the dining room, I like
seeing [them ] when I feel up to talking.
What choices and access do you have to leam?
I would like to go outside more. That’s why I walk the dog. My mood, depressed, I
feel lonesome but don’t click with others much. I want to feel better [crying]. I am,
deep down inside, a very independent person. Iam smart-alecky, you know? But I
can’t seem to be that person anymore. I can get to the 7-11 and get dog treats or
snacks for myself. I had to give up my car, that was hard. But, I had the choice to
give it to my daughter. I am stuck. I have to stay here until the end comes; Where
else would I go? I am tired, can we stop?
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Everything starts with listening.
~Andie
On my very first day I helped host a fitness event co-sponsored by GlenPlace
with the county aging and disability services and the local parks and recreation
department. I worked the station to measure how limber participants were in their
ability to reach behind their backs with both arms and touch their fingers. This was a
good opportunity to begin to meet residents in a brief and organized setting. I was
fortunate to meet Andie, a petite 94 year old who was as nimble anyone I had ever
met. She immediately started a conversation and she engaged in a dialogue of
genuine interest. Initially, she gave the impression of the sort of lovely person you
want to have at any gathering—whether a party or a wake—who will enhance the
experience for everyone involved.
I soon discovered her gift of social grace, transcended to a spiritual grace of
connecting with and serving others. When Andie talked, the word “love” was in
every one of our conversations,
I love people. I really love people. When I first came here / saw the need to
reach out and support people. I have so many fond memories over all o f my life,
during the good and bad times, all fond memories. Relationships and
friendships are so important to me; / maintain connections with people as long
as / can! I had two beautiful and long marriages, friends I have known fo r
years, family who share with me—la m so blessed!
Writing letters really perks me up when I am down. Everyone needs a
boost with a note or picture. My sister passed a way a few years ago, I miss her
so. Well, her husband and I continue to write each other. He wrote me just the
other day to tell me how much my sister loved me and felt like I was a mother to
her. I didn't know she felt this way, but he told me that as she was dying she
wanted to make sure that he looked after me. I was so touched. What he shared
was such a gift.
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Andie’s activities and service spanned not only years, but a spectrum of
formal commitments in her current life, including church, tutoring, and work with
the Red Cross. In addition, she was on the welcoming committee for GlenPlace,
delivered gift baskets to new arrivals, and her tiny and beautifully decorated studio
apartment was used on the tours by potential residents. Over the months I observed
her function in these many roles, but her self-expression and true gifts were more
profound and subtle as I saw her regularly spend time with those residents who were
dying, suffering, or very confused. A stroll down the hall for Andie was a walk of
opportunity for healing and support to everyone she stopped to chat with. She often
took an hour or two to get from the dining room back to her apartment.
I was in awe of this woman who had such a gentle, genuine, and easy way
about moving through her life. At moments, the ALF environment could be
exceptionally chaotic with changes in staff shifts, moods, and health status. Andie’s
presence was a beacon of calm. She would walk right into the center of any
escalating interaction and quietly assist with diffusing or regrouping. Andie often
helped assemble the monthly newsletter with residents of all skill levels. In response
to a loud complaint by one worker that another one was “mixing the pages up.”
Andie calmly said, “She can still help; we can check her work later.”
When one of our residents who was a dear friend to many was just days away
from dying, staff began experiencing anticipatory grief. Most of the aides were
untrained and had never watched a person die. The resident’s family was lovingly
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standing vigil, and all of us were struggling to maintain a professional demeanor.
Andie talked about some feelings she had about interactions with others,
I hated to lose []. She just couldn't make it. Her daughter still visits me and was
here just the other day. Such a lovely family. She gave me a quilt as a gift. It
was so difficult to lose her so quickly. We sat at the same table for meals and
shared so many lovely times and chats. She was so beautiful. When she couldn't
talk anymore, well, it was so difficult for her. You could feel her frustration and
we all felt helpless. She was still so sharp and couldn't talk. She wrote notes, but
that got harder. Such a lovely woman. Such a difficult way to die. Everyone here
tried to do their best, really, but the aides are unsure. They have the desire to
help but aren't sure how to. Learning and training must be ongoing for them.
For example, I see a lot o f missed opportunities here. The activity
director (AD) is more concerned about decorating the building than being
with the people who live in it. She doesn 't interact with us and rarely
visits—maybe once in three months. Now her assistant, little [] does it all.
She is really the backbone. She tries to help all o f us. It is terrible to watch
and I haven't mentioned this to anyone else, but the AD only does what she
wants. You can pass by and she doesn’t even speak to you. She doesn't know
us. And many o f us have really tried to help her, to connect with her. I have
never talked about this to anyone.
As I got to know Andie better, I began to ask more personal questions and
was touched by responses that were honest, humble, though never cast from a place
of victimhood. Not too long after another resident passed away I wondered why
there was no formal acknowledgement of the deaths at GlenPlace. Most LTC
communities host special services, candle passings, place a large picture and small
history alongside flowers, or hold other tributes to any residents who have died. That
did not happen on the ALF wing. One day I saw Andie walking slowly down the hall
and I asked if we could chat about her experiences with transition or loss,
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Oh, yes, dear, please come in. Would you like some tea or coffee? I was pretty
strong over all my life. I was 88 when I had a terrible stomach pain. It took nine
days in the hospital for them to discover that the lining o f my stomach was
perforated. It is a miracle that I am alive. They didn't expect me to make it. My
son, who was disabled, and I lived in a lovely mobile home—so beautiful. I miss
the garden and huge rose bed. It is still there, the neighbors tell me! The day my
son passed away we went to get flowers and to plant something in his memory. I
wanted to put another rose next to the one I planted for his wife after she passed
away. I felt good. At midnight, I had this awful pain. I called 911 and everyone
came because I was sick so fast. My son got sick and died so quickly too. It was
horrible. Well, the home we lived in was willed to the grandchildren. Three days
after I got home from the hospital—I had been in for six weeks—people came to
look at the house to buy it. They sold it and I had to move. Nobody told me
anything about selling it. They thought I was going to die! But, they did
everything without telling me. It would have made my son very unhappy to see
this—he never would have allowed that.
Well, they packed things and gave things away that I didn 't know about.
We all cried. I felt bad. I wasn 't ready. I had only been out o f the hospital for
three days! Couldn't they have made the escrow longer? Well, my daughter took
me home with her and I lived therefor a few years. She is lovely. We love each
other so much. But I told her she needed space and I needed my own. We
couldn 't love each other more, but I needed to move out. So here I am!

As a retired elementary teacher, she had many stories to share and many ideas about
learning and aging,
I don't think you can have a discussion about comparing generations and
talk about better or worse, it is more about difference. Times are different.
Learning in school is so different now. And, across and between and groups,
learning histories are different so it is difficult to compare. I think that
generations become smarter overall, but as individuals older adults are
wiser. It expands both ways. Seniors are often slower, but make up for it in
other ways. I taught in Christian schools for many years and the students
were more respectful and obedient, and not just to me but to each other. They
were focused and ready to learn.
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Most o f my schooling was as an adult. I think that was good for me.
Being from the Depression, I learned that acting more mature was a survival
skill. Many young people just don't understand that today. It is not their fault,
o f course. I was the youngest girl o f 7 boys and then my sister was born 9
years after me. So, / had to help at home. I got married at 18 and didn't
begin my training as a teacher until I was well into adulthood.
We also talked frequently about the various places she has lived, from Kansas to
California, and the different experiences she has had:
I also managed apartments and sold cosmetics. I enjoyed every job and
learned something new with each11 enjoyed the cosmetics because it can
really make a difference when you feel low to help someone look pretty,
especially those who can’t do it for themselves. My mother-in-law lived in a
home and I would go to prepare lunch for them and then do the makeup fo r
each o f the ladies every day. They felt so much better! Why don’t they do that
here? You’d be surprised what it does for them! Staff are supposed to help
with grooming, but they run out o f time. Sometimes family doesn’t understand
how important it is to feel like you look your best.
Andie was so invested in each and every interaction. When I arrived at her
apartment to conduct the formal interview, she spent much time making sure I was
comfortable and had the right lighting, a working tape recorder or anything else I
might need. Most literature I reviewed related to research ethics and protocols with
older adults emphasized the importance of monitoring the participants for levels of
fatigue, distraction, and stamina. Andie was representative of the 11 participants and
other residents who were eager and fully engaged far beyond the 1 hour advised for
session limits. Perhaps this group has helped me to dismantle a stereotype, because
without question, their stamina levels matched or surpassed mine on a regular basis.
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What is learning?
Well, I would define it as a comfort to me. I acquire wisdom and learn from what I
read. It is also about growth. Learning and education are both important. / mean we
have to learn to read so we can learn. We seek learning but need the formal
structure. And, teaching and learning go hand-in-hand. You need to be aware o f
progress you are each making, as student and teacher, to determine what help is
needed. School is more about fundamentals, stimulation, and keeping people
interested. I love to read. My favorite subjects in school were geography and English
and I had lovely teachers for those subjects too.
Our attitudes and respect for each other is so important. And books are so
important to help us better relate to all the different people. You need to have
interests, though enjoying something doesn’t mean it has to be fun. And you want to
help others find their natural areas o f interest. Some things stick in your mind and
some don't, but it always starts with listening. Being a good listener helps a person
in all aspects o f life. We all need to listen more; it is the best way to learn.
Do you consider yourself to be a learner?
I always loved school. I never want to stop learning and / am still learning. I keep up
with exercise, activities, and helping others. Attending groups and my spiritual life
are all a big part o f my learning. My pastor sends me notes on Saturday for Sunday’s
sermon. I can’t hear as well, so I can study them before I go.
Does aging influence vour learning?
You just have to keep going and don’t stop. Find something, anything to keep you
interested, engaged, and trying to connect with others. When you age, you may need
help with things and should ask for it when you need it. But, there is a balance with
that and you have to try. I forget my age. I don’t even think about it. I know I am
there, but I don’t think about it and my kids don’t remind me. A friend o f mine from
California just passed away and he was 101 years old. It is not about aging, it is
about attitude. I meet many people here who don’t have a good attitude.
Does vour health/illness influence your learning?
No, not really.
Does ALF living influence vour learning?
I visited some other places, retirement places too, before I moved here. I figured I
would need help down the road and didn’t want to move again, so I thought it would
be good to move into an assisted living first. I loved it when I first got here.
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It was different from other places, but it isn’t like that anymore. None o f the
same people [staff] are here. I have been here five years. I felt so welcome when I
came. But, I am not doing as much as I used to. You need to be patient and
understanding with each other here.
We used to do more arts and watercolors. Now, it’s more crafts, and making
things for holiday decorations only. We used to make things to hang on the walls and
as gifts, but they stopped that. I play bingo [giggles] but really do that to help the
ones who get confused or forget. I see improvement with some o f them after they first
come in and struggle. But they get better, feel better, and don’t care whether they
win or not. That is why I go to the groups that aren’t really stimulating for me, to
help others.
I do love the monthly travelogues and the acting group. I can concentrate
better by myself, but I think being introduced to something in a group and then
focusing on it alone is a good balance. Some here read, but not many. Everyone is
nice, but many here don’t go to activities, only the musical events. Well, we really
don’t have many activities— the kind that involve learning or interacting.
What choices and access do vou have to leam?
I have always been independent. As long as I can do for myself I want to do it. Once
you give up, that is it. Once you depend on a wheelchair, you have had it. I have
never been in a wheelchair. I don’t want that. I do my own laundry. Oh yes, I have
choices. If you can’t drive you have to find another way. Many here, once they lose
their car, they give up. I am not held back by not having a car. I f you want to go
somewhere, you find a way. You just have to plan and be patient.
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There is a next step to everything.
- F lo

I f I were to be taken up in an airplane and dropped anywhere, anywhere, I would fit in.
And I would do it and be fine. I adapt. I don’t worry about my capabilities. I would
learn to ask the right people. I ’d get cozy with the staff, the people in charge, to learn
where to get the information I need. I want to do as much as I can on my own. Everyone
has to make the best o f it where they are at. There is a difference between the short
term and the long-term and you have to keep both in mind. But really, you have got to
get it together now; there is always a now. If you don’t, it is so much harder later on.
Flo and I bonded very quickly, as she was out and about throughout the entire
GlenPlace community all of the time. She spent most all of her time outside her tiny
studio and in the hallways chatting with staff and residents, making crafts, or mailing
a letter to a friend. She moved faster and covered more space than anyone else I
knew in a wheelchair—moving with her legs rather than with her arms. I could
always find Flo getting a soft ice-cream at the self-serve machine in the early
afternoons and laughing with the wait staff clearing tables.
I [giggles and laughs] have always been a social person. I did well because I
got along with everybody. My son tells me he is amazed at how well I adjust
and engage. When I had to put my mother in a LTC place she was so upset.
But I told her, look, just nextdoor is a library and there are so many other
things close by. She looked at me with a frown. But, you have to look fo r the
opportunities!
Flo is in a wheelchair because of a stroke and resulting medical challenges
that include incontinence, periodic slurred speech, and some cognitive fluctuations.
The trajectory of one’s life post-stroke depends on a spectrum of variables. Some not
only lose bodily and cognitive controls, but they often lose their sense of selfefficacy. Not Flo. Her combined humor, fortitude, and never-give-up attitude make
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for dynamic conversations and lessons-leamed for me about notions of independence
and control.
I got involved with Toastmasters because o f an incident when I was in school.
An incident that really got to me but I didn ’t realize it. I was in the 6th grade
and reading out loud, which I liked to do, and the teacher made fun o f me. It
stuck with me. I later found out he committed suicide, so I knew something
was wrong with him. But, I still had to face it. I joined Toastmasters not for
him, but to get over the negative association for me. I keep a note on my
fridge from an audience member at one o f my presentations. He wrote ‘You
are great. You could talk about lint and make it interesting!' [laughs and
slaps her knee]
Frequently, Flo shared letters, photographs, or introduced me to visitors.
Many of the people she stayed connected to were family and long-term friends that
extended over years and miles. More than once, she had a past roommate, a church
member from her childhood, or a colleague from a past job visit. Flo’s apartment
overflowed with photographs, note-cards, and crafts she had made or received from
others. Her walls were covered in a life collage of words and images that, although
not linear, conveyed a vibrant sense of a life fully lived. I could point to any one and
get a detailed description of the snapshot in time of the artifact, along with any
current information about the subjects.
Flo expressed frustrations with her difficulty at throwing out any catalog,
receipt, bag, or container. We had many conversations over garbage bags and file
folder boxes as I tried to help her reduce some of her piles. Flo laughed as she told
me that I was not the first who helped her with such a huge task, but I was different
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in my approach. I did not rush her, and we spent time talking and evaluating—she
made the decision about what to toss. My intent was not to do for her or to try and
change her. Rather, on the days when she expressed that the piles were “too much”
we laughed and said it was time for the garbage elves.
Some staff criticized Flo or became frustrated with her willingness to
accomplish certain tasks and not others. The struggles of control with
staff—especially those bracketed with a strong will to survive, personality traits and,
perhaps even clinical definitions of hoarding—often result in adversarial stances that
are personalized by staff and stripped of meaning for the residents. What Flo
represented, and something I frequently encountered with many residents, was a
fragile line between can’t and won’t. She articulated this point,
la m not afraid to ask for help or jump right in when I don’t need help. Ia m still
fast, but I get distracted or limited by some o f the health challenges. The other
day I called an aide to change my sheets. It was later in the day then they
normally change them and she shook a finger at me like / was a little girl. I try
to be nice, but I told her she was not being professional. I guess she wanted me
to be more on the ball. But this is my home and I should have my own schedule.
I have worked hard all my life and if I want to sleep in, I should be able to sleep
in. This is my life. The retirement side has more sensible hours, but we have to
eat at 8:00 am. Do I have to eat earlier because I am in a wheelchair?
I only call when I really need help. I can’t change the sheets on my own.
I can’t reach the edges by the wall. I know she is busy and needs help from all
o f us, but her tone made me feel like she thought I didn ’t try. As you age, it
becomes a lot about knowing the difference between can’t and don’t want to
and won’t. I would like to be able to change my own sheets. They don’t seem to
get that.
I asked about her choices in coming to live at GlenPlace,
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I felt I would have more freedom here. I prayed about it too. I said ‘Lord, give
me the wisdom to find the right place.' And I talked to a friend who worked here
and she arranged for me to move in within two days. I love all the activities and
events. There is so much to do here with the music, crafts, and much more. I had
to learn my way around and pay attention to names on doors. Thank goodness
for my good sight! It is so important. We take it for granted. I like getting to
know people here and at church. I have many friends.
One of my favorite events happened with Flo and resulted from her desire to
do what she wanted when she wanted. We had a casual time set for a chat and when I
knocked on her door she didn’t answer. I slowly opened the door and found her in
her bathroom coloring her hair. A beautiful dark chestnut brown was on her head,
clothes, all over the sink and the floor. I burst out laughing and she started laughing
and said,
Well here is the situation. I didn't have enough money for a perm and color, so I
decided to do the color on my own. I have always done it on my own. Today,
well, it was harder [laughter]. Ok, Ok, I guess you can help me with this.
We laughed throughout the rinse, the cleanup, and the many towels and elbow grease to
remove the stain. On one of my runs to the garbage, the maintenance man laughed and
asked if I needed help. I expressed some concern that there might be financial or
punitive repercussions for Flo staining the sink. He laughed and said that he expected
events like this from her and not to worry about it.
When I had been off site for any period of time, Flo eagerly approached me to
fill me in on any community happenings. But during the last few months of my project,
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she became increasingly sidelined by frequent infections and ailments. For months she
was seeing doctors, sometimes with relief and other times not. But throughout her
suffering, we would chat and share the events of our lives. While her stamina was
compromised and more time was spent in her room, she emphasized that this was
temporary and she would be back on top of things very soon. She was happy to talk
with me in the party room on the spur of the moment for her formal taped interview.
What is learning?
Learning is about attitude, details, and hard work. Also, you need to be able to
evaluate if you read or learn something how it applies to your situation. My parents
both had can-do attitudes. My mom trained us to work hard and keep on schedule,
like with canning. My parents valued hard work and a good work ethic. My first job I
had to use a Dictaphone, didn ’i know anything about it. I told them that it ‘wasn ’t
like any I had seen before’ (even though I had never seen any) but I could learn it
and I did.
la m a quick learner. Education is what happens in school, but learning is
about putting it into practice. You educate to get the three R ’s but learn how to make
it work. I got good grades. So confidence was important. I think there are very smart
people who are successful without college and very smart people who wasted their
college opportunities. I was eager to learn when I was little. On the first day o f
school I was so anxious to get to school I went in my pajama bottoms! [She laughs].
Do you consider yourself to be a learner?
I love a challenge. I don’t say ‘can ’t ’ very often. I am always in the process o f
learning something. When I wasn’t the chairman o f something, I was studying or
preparing to be the chairman! There is a next step to everything. These questions are
fun to think about! Listening is important, put it first. I love math and word problems
and do puzzles all the time. I take notes all the time, even in church, to keep my
shorthand up. I review the notes later in the week.
Does aging influence vour learning?
Like I've said, as I get older it’s not about can or can’t but not wanting to. But even
then, I usually like to try. I think older workers are usually more dependable and
more qualified. But they hire younger ones to replace at lower pay. Seniors are more
determined and need to ignore barriers.
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Prejudice can discourage people from making any changes! But in terms o f
seniors going back to school, I think the barriers might be financial or commitment
o f time. [laughing so hard she can't talk] But, [laughs] well all you have to do is
look at the young ones and think ‘Oh you young twerps, you haven't lived long
enough yet!
Does vour health/illness influence your learning?
Since the stroke, I need assistance with things. And, some o f the other problems are
really frustrating, like the incontinence. But, you need to find ways to work around
the physical challenges. Attitude is everything. The physical challenges will always
get in the way, but if your attitude is good—optimistic or curious—you can work
around it. I still have lots o f restrictions with the stroke, but I don’t plan to use the
wheelchair longer than I have to. I don’t plan to be at this level forever!
Does ALF living influence your learning?
Some here are resigned to their lives o f boredom. They don’t want to learn. The lady
across the hall asks me five times a day what time it is. She is confused. But she still
wants to try. There are lots o f choices here to do things. Sometimes there are a few
things to do at the same time. But some aren ’t able to make the choice and we need
to try and find out what their interests are and help them. Because we are all close in
age here, I have had to get used to people dying—two from my table in just a few
months. It is upsetting, but it also makes you realize that life is shorter than you think
and you have to make the best o f each day.
What choices and access do you have to learn?
I want to learn how to live the best life I can, spiritually. Church is very important to
me. My son doesn’t take out much. But I have friends and know who to call for help.
My son is out o f town a lot. I can get where I need to. I made the right choice to live
here. I have the freedom I need and I can do what I want.

145
You know, I am as wise as I am going to get, but I still need to learn new things!
~Virginia
Assumptions are often made about the emotional, cognitive, and social
capabilities of a 90+ year-old resident who never leaves her room. A fundamental
goal in most case plans is to increase stimulation and interaction for all residents.
This is basically conceived as the need to get the resident out of her room as much as
possible in order to prevent potential depression, confusion, or other decline. I
continue to hold this perspective as therapeutically and ethically valid.
However, after getting to know Virginia, I realized that I needed to expand
the homogenous portrayals of LTC residents to include those who are cognitively
sharp, candid about their life experiences, feisty, and full of life, but don’t respond to
case plans. At 95, Virginia is very hard of hearing (she refused to wear her aides),
limited visually to TV viewing, sits in her rocker, and only left her room to have her
hair done down the hall. She is unable to walk or stand on her own, and relied on the
staff for assistance.
An important fact of Virginia’s life is her devoted daughter who was the most
vital part of Virginia’s world. Virginia told me,
All o f my dear friends are dead and gone. I know I am next, but I get
everything I can out o f each day. I have my dear, dear, daughter and 1 am
content. I could be sad, but I really am so very content. I have had such a
wonderful life. I don't need to go out anymore. I spend special time with my
daughter talking about family. My daughter takes such good care o f me. She
makes this wonderful life possible for me now.
Initially, I got to know Virginia during visits when her daughter was there, since I
was a stranger. But within a few weeks, I would stop by for visits as many staff did,
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Although small, her room was an immaculate and feminine haven of family
heirlooms, lovely quilts made by her daughter, and fresh flowers. Virginia’s door
was always wide open with the TV blaring and I soon learned that her favorite shows
were on the cooking channel, Everybody Loves Raymond, and CNN. I would walk in
and she would immediately greet me with a wide smile, reach for my hand, and say
something like, “What do you think of this Michael Jackson fiasco?” or “Why do
they keep making cutbacks in education for children?” Virginia reflected on current
events, had a quick wit, and engaged in conversation about a variety of topics.
Virginia is also an example of a person who is fully engaged and joyful, but
ready for her death as she described her current attitude,
la m so happy in this cozy apartment. I don't have to move anymore. I will
die here. My husband and I lived in a two bedroom on the retirement side. It
was lovely there. Another relative lived here, so we knew it was a great place.
My husband broke both o f his hips and had to go to a nursing home, so I
moved to a smaller apartment.
Additionally, when she reflected on her decreasing activity level and few social
connections with others at GlenPlace, she seemed able to express more of a sense of
shift rather than loss. It is interesting to note her last comments in this passage
related to separating herself:
When I first moved here I was very active with many activities and events. I
went to exercise classes and bible study too. I got sick and couldn't walk and
my money was running out, so they suggested I move to this studio where I
won’t have to move again, even if my money runs out! I have a great view
and all my favorite things. They take such good care o f me. O f course, I miss
my dear husband, but we had such a wonderful life!
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Now, because all I can really do is sit and rock, it is ok that I don’t do
much. And, honestly, I don’t miss activities here on this side because o f all
the confused neighbors. Many come into my room and bug me. I know what
is going on with them, I understand, but I want them to leave me alone. /
don’t want any new friends. My family and the staff here are more than
enough. Well, I did enjoy meeting you, but you are like staff!
So many o f them here are [giggles] so mixed up. Some are lovely, but
the rest are poor souls. I try to be gracious and put myself in their place, but I
found it easier to separate myself. I eat by myself too. Because, well, the
dining room on this side is, well, unless you are at a table with your own
group, you end up eating with people who make you feel very uncomfortable,
la m sorry for them, but I don’t want to eat with complainers, whiners, or the
mean ones.
Virginia’s daughter is very close to the aide staff and intimately invested on
so many levels with the GlenPlace community. In a way, her daughter maintains
connections on behalf of Virginia. She knows most all of the other residents by
name, has been involved with a number of resident quilting groups, and she
considers everyone to be an extension of her family as well. The aides reciprocate
support by taking extra care to interact with Virginia and her daughter.
It was always a joy to spend time with Virginia and I was anxious to learn
what she thought about learning. I chose not to tape record the formal interview
because not only was Virginia hearing impaired, but so am I and we spent much of
our conversations yelling back and forth.
What is learning?
Using your brain and reading a lot. Formal education helps you to learn how to do
projects, know the rules, and understand expectations. With learning, you apply
these things as they work in your life and learn how to take shortcuts. You can
change with learning because things have meaning, new meaning for you and you
can make meanings applicable to the world.
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I enjoyed school [smile]. I liked my teachers and had a wonderful time. I got
good grades and I loved English literature. Formal education can be for the birds if
you don’t use it right. But informal education—outside o f the classroom—can help
you in life. Common sense, street smarts, wit, you know? My parents taught me more
than most. For me, “fancy stuff' like different languages weren’t necessary. I
learned best by doing. Casual learning is best for me. Like recipes, I never followed
the directions exactly. I made things my way and put my own ideas in there.
Do you consider yourself to be a learner?
I loved to read. Can’t read now, my vision is too poor. I can watch TV, now, I love
that! I am still learning—I am learning how to be 95 [ha, ha]. People are so
wonderful. I bask in people’s love. I love to laugh. I love learning a good joke—not
too dirty though! Well, when I was recently in the hospital. I saw more needles than
you can imagine! I learned not to complain! [laughs]. It is up to me to accept it. I
follow the news. I still wonder what happened to Natalie, the missing girl.
Does aging influence your learning?
I don’t feel older. Physically, yes. But not my mind. I ’m still pretty good. Well, I do
have my own hair and my own teeth! The rest o f my body is going, though. Can’t
hear and can’t see well. But I can still use my brain. Using your brain is up to you. I
don’t cook anymore, but I watch all the cooking shows and take interest in the
recipes and learn [she rattles off in great detail the last episode o f Paula Dean’s
recipes and adds] Oh, she uses so much butter and cream, and Ina, she is so pretty
even without makeup, she makes you feel like she is cooking just for you. You know, I
am as wise as I am going to get, but I still need to learn new things.
We all get older, but you shouldn ’t look forward too much. You need to
handle your life with grace. Younger is not necessarily better. Whatever your age,
make the best o f it. And, if a senior wants to go back to school, she will do great
because she can ignore all the foolishness and distractions o f youth! I never thought
about higher education. I wanted to have a family and be the best wife and mother.
Does your health/illness influence your learning?
I can’t walk far, but my heart is still good. I have learned to accept help graciously.
That took some doing. Really, I still think my health is pretty good overall. In my
70’s my colon went and I had other problems at that time. But my vision was ok and
1 read the bible a lot. I just learned to accept where I am at any time.
Does ALF living influence vour learning?
Living here is an education! I have learned a lot about people. Learned about the
importance o f good attitudes with caregiving. I couldn't ask for nicer people.
I worked hard all my life raising a family and helping my husband.
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It is a blessing to be here and be able to do nothing. But I keep my brain sharp with
TV and with my daughter who is here nearly every day. If I can just keep my mind, I
am happy.
What choices and access do you have to learn?
I am really as independent as I ’m able to be. I never have been a clinging violet.
Here is how I look at independence: When I say “no ” am I listened to? Yes! I can
and do say no to things. I have choices about lots o f things, still. I am very
independent and I am alone a lot, but not lonely. The staff keeps me informed about
things here, my daughter keeps me up on other things, and I keep myself informed
with the TV. What else do I need? I am happy as a clam! Die tonight or tomorrow, it
is ok with me! It is all good!
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Vm on a Long Journey Home [to Heaven]
~ Luella
All of the participants in this project shared a desire to create and produce art
in various forms. Whether it be stained glass, note cards, music, or a fine meal, all
made clear that this aspect of their life held much importance for their selfexpression. Each illuminated a unique aspect of their interactions with their medium
and the meanings they discovered. Luella was very quiet and private. Although my
time spent with her was limited, she helped me to understand the importance of
aesthetics in one’s history, both the concrete aspects and the ephemeral. Luella
shared this memory,
I was married to my dear husband for 62 years. We built, together, a
beautiful house on the Tillamook coast. I can tell you a story about every
nail, brick, and fabric. Oh, and the fireplace was so beautiful! It was so
difficult to leave the house [sigh]. We traveled extensively and shared
memories in that house with our three children, 6 grandchildren, and 8
great-grandchildren. I have the fond memories, but it was not easy leaving so
many parts o f me behind there.
I first met Luella when I was asked to complete a resident profile sheet for
the front desk. She invited me in to her lovely apartment. This was one of only a
handful of times that I spent alone with Luella. She shared the dining table with
Queenie, Lena, & Cookie, so I spent quite a bit of time with all of them at meals.
Luella was the most quiet, but she clearly enjoyed the laughs from the jokes and
stories, along with extending her support to Lena during her mood shifts.
I looked forward to seeing Luella in the halls or returning back from an
outing with her daughter, as she would always be dressed from head to toe in well-
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coordinated and accessorized outfits. She frequently wore suits, or stylish sweaters
and blazers in mint green, dusty rose, or powder blue, with shoes to match every
outfit. And, I knew from our talks, that she was an excellent seamstress, which
explained her perfectly tailored wardrobe. Luella talked proudly of being a devoted
wife and mother, and also described her great passion for decorating,
I had thought about being a professional decorator, but I got married at 2 1 .1
loved doing housework or anything with organizing, decorating, or cleaning.
I used to love to sew, but not anymore. I was so very active and I loved
gardening, square dancing, and so much else. I was very active and I miss
that. But, [sigh] la m thankful for what I can do.
It seemed that Luella wanted to engage in social activities by virtue of the
care she took to look nice and her thoughtfulness with her tablemates. Yet, I rarely
saw her at any of the major activities or events, and I asked her about that,
Oh, yes, / get clots in my legs and am not supposed to walk much. I need to
keep them elevated, so I don’t go to many activities. I really would like to get
more involved. I love the musical guests and I wish / could go to your
discussion groups, but I can only stay a few minutes and don't want to
disrupt things. And this year has been a struggle for me, in and out o f the
hospital a few times with some other ailments. But, my daughter takes me on
an outing once a week and we spend Sundays together at church and with
family [smile].
During one of my visits with her while she was reclining with her legs elevated, I
asked her if she wanted to talk more about the transitions she had been through in
just the last few years with losing her husband, leaving her home and moving here,
It is difficult to find the words, [sigh] My daughter got very positive referrals
for GlenPlace, and I really like having my privacy and a nice room. Yes, it is
difficult, but I have my family and my faith.
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Luella, like others, talked about trying to adjust to living with others and the
spectrum of personalities,
la m learning to live the “dorm” life! [laughs]. It is a give and take, but I
really enjoy my privacy here! The people here all have problems. But, you
have to get to know them a bit to understand some o f the details. Some do
interact and engage, but most give up. / keep to myself and I know there are
others who do that too.
Luella enjoyed her family, her church, and her interactions with her
tablemates. But, she too expressed her feelings of fatigue and her understanding that
every day is a gift, but she was ready to see the end, as she calls it, “her long journey
home” to Heaven. I respected Luella’s desire for her private time. She had not
wanted any interactions tape-recorded, but she welcomed me to her apartment to talk
about learning for a short sessions.
What is learning?
Learning is experiencing something that is meaningful and growing from it.
Do you consider yourself to be a learner?
I enjoyed school very much. I liked history and math. I graduated from high school
but didn't go to college because my father died. I remember learning how to drive! I
think I do best with listening and taking notes.
Does aging influence your learning?
I think aging is more about gaining wisdom. You still have to want to be a learner.
Does your health/illness influence vour learning?
Now, l a m a little forgetful. My vision is bad and my hearing is really going. I have
to depend on aides and glasses. The biggest problem is leg clots and problems with
my colon. My arthritis is bad and I can't thread a needle! Iam limited.
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Does ALF living influence vour learning?
la m still adjusting to this, more to the people. la m independent, but some o f the
things here are frustrating like rigid meal times. I would appreciate more flexibility.
What choices and access do y o u have to learn?
I am in control o f what is most important to me. I have complete access to whatever I
need through my family. But in terms o f learning, not really. I learn from
conversations with others. But in terms o f learning things on my own, due to the
combination o f health issues and my own ways o f doing things and the group living,
well.. ..[she chose not to finish the sentence ]. Let's just say I am in control o f what is
most important to me.
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Summary o f Findings
I often thought about Brown’s (1989) claim that, “people can learn to center
in another experience, validate it, and judge it by its own standards without need of
comparison or need to adopt that framework as their own” (p. 10). This exploration
was not an attempt to seek universals but instead to understand some individuals. I
must admit, however, that the desire to understand had been superseded by the
imperative to truly hear the people with whom I spent intimate time.
I had been investigating an aspect of self-efficacy in an ALF community in
this field project, but after interacting with the residents, I wondered whether each of
their sense of self was a unity or a multiplicity (Restak, 1994). Paralleling this
question was a tension I felt between being a researcher and intervener; I learned at
GlenPlace that simply by interacting we are intervening. Trying to find the balance
between boundaries and connections; suffering and accountability; or helping and
hindering was a constant effort for me.
It seemed that each person’s words captured an important subtext about
insight and desire even if one didn’t have the needed tools. How can residents be
expected to lead “socially connected” lives when they are navigating through the
terrain of losses that preclude articulation or expression? My compilation of these
portrayals, then, becomes part of an always-unfinished process. I agree with Remen
(1996) that each person is an embodied story that takes a lifetime to tell.
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Chapter V: Analysis
My interpretation and my words in the analysis bear another’s experience;
This feels like a huge responsibility (Chesney, 2001, p. 134)
Introduction to Analysis
Five aspects comprised the analysis. The first section, direct transcription of
resident’s comments during ongoing collaboration with participants as stand-alone
narratives, was included in Chapter IV. Immersion into the transcriptions, my
personal journal, and field observation notes was the second aspect of analysis that
allowed larger themes to naturally emerge. I also tried to incorporate reflection as
part of analysis as “simultaneous resonating of researcher with specific context of
study and existing discourses about the concept under study” as Piantanida &
Garman (1999, p. 143) suggested. In doing so, it enabled me to explore questions
that emerged from my interpretation of their narratives. Analysis was both
simultaneous and sequential with:
•

Parallel coding of transcriptions and observation notes allowed for reflexive
interpretation of existing and emergent themes

•

Secondary transcription of conversations to re-explore researcher’s
perspectives and reflect on participant’s expressions

•

Re-examination and reflection of individual and group data within focus
group of outlined categories of inquiry and emergent themes
The third aspect of analysis, which immediately follows in the next section,
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includes an evaluation for aging, learning and living in an ALF as conceptualized
through Roger’s person-centered perspective (Hazier, 2003) and incorporates the
fundamental themes of empathy and efficacy. Like Fischer (1994) stated, qualitative
research is "both art and science, with art always involving decisions about how much
to 'tell'...with words" (p. 3). I have frequently referred to an over-arching theme of the
tension between self and group and attempted to capture that theme both in form and
content of this paper. To continue this counterbalance, the following sections of this
chapter include individual emergent themes and a broader analysis bracketed within
the perspective of Rogers noted above.
The fourth analytic component involved coding of word and phrase usage to
reduce, integrate, and synthesize themes as they related to the categories of inquiry. I
developed a variation of Foss & Waters (2003) open coding framework to create a
conceptual schema for the data. A grid was designed to highlight key phrases or terms
to allow for a thematic coding based on word usage (see Appendix G). The individual
profile analyses resulted from open coding.
The fifth and most enlightening part of the analysis was the synthesis of data
gathered from the focus group at the end of the project. The session allowed for a
collective reflection, dialogue, and analysis of key themes with the research
participants, and also provided a forum for member checking. The focus group
experience is also outlined and followed by a summary with researcher reflections.
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Integrating a Person-Centered Theory for Learners in an ALF
The key factor helping to sustain mental ability is an aspect o f
personality known as "self-efficacy''—a person's belief in his or her
own ability to handle various situations.
~Rowe & Kahn (1998, p. 57)
Self-Efficacy & Multiple Learning Needs
One might think it problematic to pursue the necessary component of
emotional wellness known as self-efficacy in residents who often convey through
their words that so many aspects of their lives are out of their control. However,
recent research (Jennings & Darwin, 2003) has found that more than actual control,
the perception of control influences the maintenance of cognitive abilities (p. 72).
The complex manifestations of mobility issues, cognitive challenges, mental illness,
and related communicative difficulties such as aphasia, pose challenges for LTC
staff working to support the learning needs of older adult residents in an ALF. The
words of the 11 residents profiled in this study convey the spectrum of personality
traits, variety of medical challenges, and many meanings that learning holds for each.
Every one of the 11 residents expressed either an explicit or implicit
connection with ongoing learning. Even for those whose mental health or sensory
deprivation had contributed to feelings of not “currently being a learner” they
identified themselves as “really” or “deep down inside” as lifelong learners. Such a
description thus represents an identity marker held over a lifetime. Designing activity
plans and meeting the goals of case plans for over 50 residents is a challenge, no
matter how skilled or resourceful the staff. And yet, what I explored here is not really
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about finding one definition of learning or a single program design. Fundamentally, I
applied an analytic structure of a person-centered framework to consider the most
elemental component in a helping relationship aimed at enhancing validation of a
resident as a lifelong learner through humanness and dignity.
Ultimately, the facilitative goal would be to enable all residents to experience
unconditional positive self-regard within the transitory nature of life with debilitating
medical conditions. Of course, the first objective to reach this goal involves actively
listening to the residents to hear their words and subtexts to check for understanding
and reflect back their ideas. Nine of the residents talked about difficulties finding
others in the ALF to talk to or interact with as a result of a number of barriers
including other residents appearing too confused or isolated, non-interactive
programs, lack of understanding by others, or the low level of stimulation resulting
from mundane routine. As Rentsch (1997) found,
The very elderly complain they can no longer converse with anyone because
the familiar content of life, ordinary things, and the horizon of common
experience and acquaintances has disintegrated insofar as becoming-oneself
appears as an isolation and is accompanied by becoming estranged from the
world. (5 29)
In the following section I will re-visit and briefly contextualize the person-centered
perspective for facilitating learning in an ALF.
Person-Centered Perspectives and ALF Learners
Rogers acknowledged nature's tendency to develop increasingly complex
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forms of life and intricate interactions within and between people that result in a
need for life to expand, extend, and express. Each of the research participants
appeared to strive for what is good, productive, and inner directed: They wanted to at
least feel capable of being in control and responsible while being empathetically
supported. These themes are here considered within a relationship which is not
diagnosis based and does not emphasize technique (Hazier, 2003), and instead
facilitates gradual emergence of self-understanding, and ultimately, self-acceptance.
I believe that this framework reflects an inherent desire to learn, create, and grow.
Rogers' core conditions for a helping relationship—unconditional positive
regard for the individual, genuineness, congruence, and empathy—are universally
recognized across psychotherapeutic theoretical spectrums and disciplines as one of
the most researched and measured indicators of successful therapeutic interactions
(Barrett-Lennard, 1998 as noted in Hazier, 2003). They are also necessary for the
learning experience of an aging ALF resident who lives with illness, grief, and
feelings of ambivalence.
Half of the residents identified the popularity and preponderance of musical
guests or performing artists, but dually noted the lack of interaction and learning
with such programs (Andie, Cookie, Katalina, Homer, Lena). Some also identified a
difference between artistic expression as creating and crafting as tasking to decorate
the building (Andie, Cookie, Katalina). Additionally, Elliot, Katalina and Lena made
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references to frustrations with some craft groups that were more concerned about
following strict rules or guidelines which resulted in feelings of oppression. Such
groups included those facilitated by the AD and those involving retirement residents.
All of the residents mentioned that the weekend discussion groups I hosted,
although not part of the research project, offered for the first time a forum of
exchange rather than being a lecture. And, each resident also noted that the few
guest-lecture seminars about aging or memory previously offered at GlenPlace
actually contributed to feelings of anxiety because they were either too theoretical or
not focused on topics related to their day-to-day needs.
Roger's Core Beliefs & Potentiality
Coupled with the fact that some residents had diagnoses that projected
images of decline and were thus stigmatized with a "no hope" label, the personcentered approach would counter fatalistic interventions with the optimistic belief
that the person can be honored and supported wherever he or she is in her emotional
or cognitive development. Grounding in a person-centered framework might
facilitate varying understandings of multiple realities by centering in the four key
beliefs offered within this framework and outlined by Hazier (2003, pp. 160-161):
1. All people are trustworthy.
2. All people are moving towards self-actualization.
3. All people have inner resources to move themselves in positive directions.
4. All people uniquely perceive their worlds.
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Relevant to this discussion is the point that a large amount of my daily
observation notes included hourly references, comments, or gestures by staff, family,
and residents themselves that conveyed attitudes of renunciation, withdrawal, or
hopelessness about receiving anything more than cursory care. Frequently, phrases
such as “What do you expect?” “Why bother?” “What is the point, she doesn’t
remember?” “She is too confused” could be heard in the halls, in the dining room, or
at the reception areas. In this exploration I considered the core beliefs as a necessary
aspect of relationships with the 11 residents at GlenPlace. With the resident who is
losing her memory like Lena, or who may be immobilized by psychosis like
Katalina, integrating core beliefs would not only facilitate an activity staff member’s
role and investment in the relationship, but they could offer a self-affirming frame of
reference for a resident suffering losses to live with a painful story without shame.
For residents experiencing cognitive decline, doubts and fears register as
threats and often initiate the fight-or-flight response (Benson, & Stark, 1996). Over
the months of the study, for example, I saw at least seven new residents who were at
various stages of dementia physically and emotionally struggle with themselves,
their families, and the staff as they tried to make sense of the many changes in their
new environment. All of them moved out or were asked to find another place.
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Words, Emergent Themes, & Categories o f Inquiry
Word Coding
Although the coding analysis of the word and phrase grids (see Appendix H)
may seem extremely reductionist, I intentionally wanted to focus on the exact words
each resident used to express feelings and ideas. In doing this, I refer back to some of
the questions I asked earlier in this document about labels, such as, what word
choices manifest about the aging and learning self in an ALF? Are there patterns
within the person’s expressions and between the 11 different perspectives?
The pattern analysis with coding included applying my own experience to
understand others, so if I claim to see patterns, they may be wrong or incomplete. I
cannot be sure of sub-textual meanings from terms that seem thematically connected
because each resident is unique. Primarily, this aspect of coding placed words of the
research participants at the center of the analysis within the categories of inquiry. I
also reflected on the words they used and aspects of individual worldviews were
revealed. Yet, I did not want to recast the multiple stories the words may tell.
Emergent Themes
At the peak of every expression of loss or frustration with each resident were
expressed feelings of conflict. The word grids (see Appendices G) contain many
examples of paradox with feelings, perceptions, and expressions. Common words
and phrases used include “used to” “miss” “anymore” “lost” and “loss” to describe
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current feelings. While every participant conveyed a core personality trait of
optimism, all but one talked about regularly dealing with depression. It is important
not to further marginalize aging adults and to remember that old age “shows itself to
be like all other phases of life, a process which is in constant jeopardy but also rich
in opportunities” (Rentsch, 1997, J 37).
Throughout my observation and transcription notes are examples of ongoing
tensions such as not wanting to live at GlenPlace, but believing there was no choice.
Homer, Katalina, and Cookie expressed those feelings often. Table 12 contains just a
few examples of the contradictory expressions made by each of the residents. Many
of the statements reflect the multiple, shifting, and competing feelings
conceptualized by theorists across disciplines such as post-modern (Polivka, 2000;
Sandelowski, 2002); critical (Brown, 1989; Stanely; 2004); and ethnographic
(Metcalf, 2002; Warr, 2004).

Table 12: Paradoxical Expressions of the Research Participants
Andie

Cookie

Elliot

Flo

Homer

Katalina

Lena

Luella

Maxine

Queenie

Virginia

I felt so welcome when I first came here. It was the right thing to move.
Things are so different from when I first came here. I miss my garden
I try to be active in some groups.
We really don’t have many activities—the learning or interactive kind.
There are so many nice activities around here.
It is so quiet around here after lunch I would like to scream.
They seemed friendly and social here.
I thought the move here was only temporary.
I make an effort to get involved in all the activities.
It can be hard when I am the only man in the group.
Socialization here is so important to me.
I had to change tables to get away from some really negative ones.
I have freedom here.
Everything is on a strict schedule here.
It is not about can’t, sometimes I don’t want to.
Sometimes [ the staff] gets frustrated with me.
They tell me I can move somewhere else.
What an empty choice, any place would be like this.
With the lack of conversation and stimulation I have gone so far down.
I don’t do anything on this side—this place is a mental institution.
I am a pioneer and explorer at heart.
I feel like a mindless old lady here.
I have choices.
I don't feel like I can do anything anymore.
I am a painter.
I don’t paint anymore.
I am really a very' independent person—smart-alecky and sassy.
I can’t seem to find that person anymore, I am stuck.
It is nice here, and I like my privacy.
It is still hard getting used to “dorm” life here.
Most give up here.
I keep to myself.
I am thankful for each day.
I asked God to take me on my last two birthdays—I am ready to die.
There are all kinds here.
Sometimes I get depressed.
It is very nice here and I enjoy being near my grandchildren.
This is only temporary and I want to gel back home [to another state].
I try to be as involved as I can, especially if I can learn something.
Most here aren ’t learners.
I don’t feel older inside.
My body is too old.
I don’t miss the activities on this side.
All the confused neighbors bug me.
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The most glaring theme related to tension arose between the retirement and
ALF residents. I regularly observed that the ill, frail, or emotionally challenged
clients were usually the ones to help each other at the table in the dining room, assist
in the hallway with reaching or moving wheelchairs, or try to help staff. Many of the
retirement residents expressed frustrations with and entitlement to public spaces and
meeting rooms on “their side” and frustrations with the ALF residents “making them
uncomfortable” with “too many walkers” or “slow ones” filling the halls or blocking
event passage-ways. Some retirement residents loudly complained in the dining
room or at gatherings about ALF residents using “their” salad bar or ice cream
machine even though such places were repeatedly described as available to all. The
program plans and resources of the activity department often fed into the
stratification by appealing to image more than content so that the building always
looked “vibrant” and “active” for family and visitors.
Due to the limits of this investigation, only the original categories of inquiry
were thematically considered in the following analysis section.
Categories o f Inquiry Revisited
What is learning?
It is productive here to review the notions outlined in the literature about
what learning is and integrate them with some of the ideas the residents shared about
their understanding of what learning is. For example, learning as change (Kawagley,
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1990; Merriam & Caffarella, 1999; Mezirow, 2000; Sosniak, 1987) was specifically
used as an example of learning by Elliot, Katalina, Virginia. Interestingly, learning
as connection (Bateson, 1994; Brookfield, 2000) was noted by every resident, but
conceptualized as different types including service or care (Andie, Cookie, Homer,
and Queenie); interaction (Flo and Katalina); and linking with the spiritual (Andie,
Flo, Maxine, and Queenie). Every resident repeatedly emphasized the vital aspect of
learning as meaning making (Mezirow, 2000; Sfard, 1998, Sosniak, 1987).
Additionally, every research participant made reference to desire and attitude as
Mezirow (2000) frequently notes.
Elliot, Maxine, and Queenie strongly emphasized the quality of learning they
valued most as empathy. This conceptualization resonates the relational quality of
learners and learning considered in constructivist paradigms and person-centered
interventions. Learning as an opportunity to overcome, respond to a challenge,
recover—learning as healing—are examples each respondent gave as pervasive in
their lives. Such assertions are emblematic of adult learning theories as cited by
Brookfield (2000), Leclerc (1985), and Wahidin & Powell (2003).
Most illuminating for me were the insights the residents shared that defined
learning in ways I had not considered. Andie frequently spoke about learning as
being comforting. Elliot, Katalina, and Queenie all shared the redemptive or
rebirthing qualities that learning had in their lives. And while Lena struggled to find
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the words to articulate her ideas about learning, she clearly conveyed what every
resident defined as the opposite or inverse of learning: loss of expression, direction,
articulation, and self. Through their life stories with learning, each resident uniquely
helped me to recast one of my initial assumptions about learning.
When I claimed that learning is a human right and need, I had categorized
learning as a concept to be defined. Even with the variety of conceptualizations
noted in the literature, it seemed possible to get at a core understanding of an idea.
What the residents taught me through this study, however, was that:
Epistemologically, learning is elusive, multi-contextual, and subjective, though there
seemed to be a relationship with learning and living for the participants.
How do you describe yourself as a learner?
Specifically for the notion of learning, impressions, and expressions from the
residents included a vast array of potential meanings and contexts. Queenie’s life
persona captured the essence of lifelong learning from a childhood filled with books
and education highly valued, through a marriage based on partnership and creativity,
to a post-stroke commitment to live the best life possible. Virginia very clearly
differentiated between wisdom “I am as wise as I am going to get” and learning “I
learn every day—I am learning how to be 95” and remained vitally engaged in her
world that is physically contained in her tiny room. Elliot had, with intention, and by
virtue of very productive clinical intervention, achieved a balance in his life that
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includes a proactive lifestyle of reading, creating, interacting, and engaging—all with
a cultivated positive mindset. Flo also emphasized a history of a positive attitude for
living, being, and “always preparing for the next step” in her work, church, and
social activities.
Flo, along with Homer and Elliot, also captured the concept of learning as
working and doing outside of formal educational settings. They shared the “can-do”
attitude of working hard and being receptive to any challenge or new learning
experience in their work and leisure lives. In addition, Andie, Cookie, Elliot, Flo, and
Katalina all highlighted key educational experiences that occurred in their middle
adulthood, including college degrees and preparation for major career changes.
How does aging influence learning?
Queenie, Cookie, Luella, Maxine, and Virginia all shared lifetimes of
creative expressions of creative handwork that included extensive portfolios of
clothes, quilts, and handmade items for family, friends, and as donations to local
charities. As a result of arthritis, compromised vision, or other medical problems,
they all shared their feelings of loss about not being able to use their hands to make,
create, and share. Many sources in cross-disciplinary literature meaningfully explore
the complexities of aging, pain, and suffering (De Beauvoir, 1996; Polivka, 2000;
Rentsch, 1997; Shenk, 2001) as they converge with life and offer philosophical
mminations or theories. But the stories the research participants told me embodied
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the idiosyncratic lived experience that the writers ponder.
For example, DeBeauavoir (1996) explored the notion of the person who ages
"smoothly” with a changing biological body and missing signals of aging itself, though
the world does not. Andie, Katalina, and Queenie talked about feeling their ages
physically, but not experiencing the age mentally. Their self-described “old” body
selves contained an identity that lived many experiences, but not necessarily
temporally. Cassel (2002) illuminated Homer’s, Katalina’s, and Lena’s experience of
pain as both a “threat to continued existence and as a threat to their integrity” (p. 213).
How does your health status influence your learning?
Katalina and Lena, prolific artists, both struggled with mental illness
combined with a lack of access and resources to find ways to express themselves.
Cultivating personal motivation was a daily challenge for each of them. I had much
to learn from Katalina and Lena’s experiences at GlenPIace related to mental illness
and co-occurring disorders. And, I argue that gerontology and geriatric practitioners
need to expand their understanding of the mental illness experiences for the elders
living in LTC in order to better serve and treat them. As DeBeuavoir (1996)
cautioned, a “vicious circle of an extreme degree of material or intellectual poverty
does away with the means of alleviating it” (p. 271).
Every resident talked about the daily impact of actual and perceived
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challenges or barriers resulting from impairment. The two most insidiously
experienced organic losses that resulted in the greatest negative impact on learning
access and opportunity were depression and sensory loss (especially vision). Sadly,
based on my review of medical charts and from conversations with staff and family,
only one resident was receiving the appropriate pharmacological and professional
interventions. And, the activity case plans had not been tailored or modified to meet
any of the shifts in physical or mental health status.
How does ALF living influence your learning?
Many of the research participants, like Andie, Lena, and Cookie, talked about
not choosing to live in an ALF or having their homes sold out from under them, but
they felt the family shouldn’t be blamed. I wondered, was their decision to stay the
result of acceptance, acquiescence, resignation, or adaptation? I would need much
more time with them (and another project) to explore this question. Some of the
residents felt empowered by living at GlenPIace. Elliot, Flo, and Virginia all believed
that the trajectories of their lives would have been far worse if they had not lived
there. While Flo claimed that she could adapt to anyplace, Elliot believed he is still
alive because of GlenPIace specifically. Every research participant expressed
confidence and self-direction as core personality traits, though all made clear how
tenuous that feeling has been over their life-course as a result of illness or disability.
Some residents noted the detachment of the activity director (AD) and the
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lack of interactive activities (Andie, Elliot, Katalina, Lena). In discussions with the
AD and the Marketing Director it became clear that program plans were developed
based on expected “successful” groups and turnouts. Thus, the bulk of the activities
were selected based on popularity and attendance for the majority of the facility
members. If an activity had a turnout of less than expected, it was discarded. Such
measurements did not reflect issues of access, barriers, or need for adjustments.
Compounding the problem was the activity department’s awareness of the
importance of 1:1 and small group activities or the understanding that lack of
attendance might be the result of a host of controllable variables.
I observed a program that: lacked visits with residents who were isolated in
their rooms; activities structured around making decorations for holiday events; or
skill-based activities such as the quilting group that did not allow for beginners or
those who were beginning to forget how to make a quilt. It is relevant to underscore
that each one of the residents I interviewed talked about the importance to them of
perceiving their life experiences (past, present, and future) as being filled with joy,
even when the experiences were challenging.
Andie, Katalina, and Queenie, all explained that meaningful activities*
especially those involving leaming-as-change or growth, did not need to be “fun” to
be joyful. This is an important distinction to identify, as many social programs in
LTC tend to include only those activities conceived of as “fun” or “light” so that
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options for group discussions about politics, sexuality, loss, or pain were not an
option. Five of the residents all included their faith and religious activities as being
not only fundamental to their spiritual development, but were also components of
their learning and honing their memory, writing, and thinking skills.
What choices and access do you have to learn?
It seemed that the active or social life of many of the ALF residents at
GlenPIace was not person-centered. Given this, the most compelling aspect of the
person-centered approach is the belief in each individual’s unique perception of the
world. Contextualizing the relationship within this phenomenological approach
enhances relationships and conceives of potential by eliciting one's desire to share
her world view without being directed to, oriented toward, or defined by the view of
another.
Many activities, especially those conceived of as “memory care” spend much
time and effort orienting the client to the reality of the day and date but, in fact,
further confuse, disorient, and disregard the client's place not only in the "outer
world" but within her own inner world. The research participants, especially those
who did not want to live in an ALF wanted to be allowed to define their world, for
example, through collaboration with program development.
It is very telling that one of the most popular activities at GlenPIace takes up
more scheduled time during a given week (five sessions at two hours each), controls
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the use of the largest event room and requires the most minimal amount of staff
interaction (often a resident hosts) is Bingo. It is also emblematic of a lack of
actively listening to or honoring the needs and histories of residents when, like Lena,
there are three prolific painters, who live in the ALF and do not have access to paint
or painting supplies. The tiny craft room overflows with hundreds of supplies, but
none for painting. And, I observed over eight months that the same five people (out
of a population of approximately 150) dominate the use of the craft room. I would
argue that a Rogerian person-centered approach might best be extended out past staff
perspectives and be included in a resident code of ethics or as a community-wide
social justice mission.
Therefore, in terms of self-efficacy, it is important to consider just how one's
autonomy—her personality, the sense of who she is, and her right of selfdetermination—can survive the mental deficits and physical disabilities which illness
can bring about (Dubler & Nimmons, 1992, p. 193). Within the person-centered
context the realities must be pivoted and the temporal may need to be relinquished at
times to be fully present for such residents. Human inner resource requires another
shift from the linear to the amorphic in that immediate and fleeting expressions
would need to be noted and built upon within the current interactions. And, program
plans, activities, and interactions with residents living with confusion would need to
be adapted and regularly modified.
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Focus Group Experience
During the last month of the study I facilitated a focus group with the
research participants to discuss data gathered from the interview transcriptions and
my observation notes. The session provided an opportunity for feedback as all of us
reflected on what was shared and how it was analyzed. The meeting was also an
opportunity to enhance a sense of partnership, collaboration, and to formally thank
each resident with a certificate of recognition. An invitation was mailed to each
participant (see Appendix D) three weeks in advance. The aide staff was
instrumental in reminding clients and escorting them to the meeting room. Although
I had some specific information to share with the group, I hoped that the meeting
would be relaxed and intimate to allow a comfortable exchange to naturally emerge.
I reserved a private meeting room from 11:00 am to 1:00 pm on Saturday,
February 18, 2006.1 met Lena in the hallway when I arrived. She had just been
released from the hospital after major surgery and her medications had been
disrupted. Through expressions of great suffering, Lena grabbed my hand and
apologized and said she could not come to the group. I assured her that although she
would be missed, we would all understand. After meeting with the directors and aide
staff to prepare for a schedule change, I set up the room by grouping the tables into
one large surface and decorated the table with a festive cloth for a light luncheon.
My intent was to have us talk, eat, and share; it turned out to be a most

175

moving and memorable experience. We also took the opportunity to pay tribute to
those who could not attend: Homer had died in November, Cookie was in the
hospital, and Virginia stayed in her apartment. I met with Virginia later in the day to
tell her about the event. The Focus Group Interview Guide (see Appendix I) was a
productive outline for a review of some of the protocols for the group such as
confidentiality, sensitivity of some issues, and mutual respect.
Almost every attendee arrived early and all expressed excitement about the
meeting, especially since none of them had known who else was in the research
project until that moment. Some knew each other already, and some had never
formally met. So the early arrival allowed for mingling and tension release for those
who may have felt anxiety. The group requested that we not tape the session and
mutually agreed to approve what I would note or include in this final draft.
Therefore, direct quotes are few and I will provide an overview of the meeting. Just
before we sat down, Lena slowly walked in. Queenie was the first one to speak,
We are excited to hear what we had to say, especially since some o f us can’t
remember what we said! [group laughs]. And, we feel a little vulnerable too.
The others nodded in agreement. Katalina added,
We are more comfortable in this situation because we trust you. I used to be
more anxious about talking about personal things, but you helped me calm
down and feel better about myself—like a real person again.
I could see that Lena was initially struggling to focus and listen. She was obviously
in great distress, but she stayed. Elliot added,
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We learned so much from this experience. I guess it means you are leaving
since this is the end o f the project?
I took that as an opportunity to share my thanks with them and present them
with their certificates. We took time to talk about what the last year meant to each of
us. I explained to them how the dissertation defense process worked and that I would
be back to GlenPIace in late spring to share a general summary with the directors and
host a party. I gave an overview of the project, served them lunch, and we continued
sharing. A moving exchange occurred when Katalina said,
Lena, I can tell you are having a bad day, and I want you to know you are an
inspiration to me. I have bad days too. I see you crying all the time and I cry
a lot too. But I also see you out every day walking and here you came to the
group even though you are in pain. I probably would have stayed in bed. You
are stronger than you think. You are so talented too. Your paintings they are
beautiful; I wish I could paint like that.
At that point Lena’s eyes welled with tears and Queenie, who was sitting next to her,
struggled to reach for her with her strong arm pushing her weaker arm over to her.
Elliot added,
This is a time o f adjustment for you. It took me a year to get used to things.
And I am still adjusting. It will work out, really it will. Just one step at a time,
you know? Surgeries always are hard to deal with. Pain, medication mixups—you will get past it.
A smile from Lena was rare. Lately, she often told me that she did not have the right
feeling to smile, and the combination of multiple medications coupled with her
profound depression contributed to an extremely flat facial affect. Yet, in response to
those comments, I could see her effort to lift the edges of her lips as she said,
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Really? I have felt so jealous o f you Elliot. I see you working in the craft
room and you make beautiful things. I don’t know how to do that anymore. I
am too tired to think about it. [she looks across the table to Katalina] I
thought you didn’t like me. I guess la m hard to put up with [head bowed].
A few other group members added their support and then Lena asked that we get
back to the topic because everything was getting to be “too much” at the moment. I
have facilitated many groups, but at this moment I was so moved and had to make an
effort to gather my thoughts. Before getting to the actual study review, I wanted to
make a few more points about research in general and my hopes that:
•

More seniors would participate in research that may benefit and educate

• This project and others will continue to explore ways to improve LTC
• Research projects can also help to reduce aging stereotypes and biases

I pointed out that each person contributed valued perspectives and I could not have
done this project without them. I reviewed the six categories of inquiry with them:
•

What is learning?

•

How do you describe yourself as a learner?

•

How does aging influence your learning?

•

How does your health status influence your learning?

•

How does ALF living influence your learning?

•

What choice and access do you have to learn?
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Some participants asked about the selection process and research protocols,
so I also reviewed my methods with them and described how notes for the
interactions, observations, and interviews were compiled. I reiterated throughout the
gathering that my perspective was that of an outsider and I had my own agendas and
subjectivity, I encouraged them to question me to make sure that I was representing
them as truthfully as possible. We agreed that there were many different life
experiences and perspectives in that one room, but we would work together. In
addition, I assured them that they would be respected and honored if they felt
uncomfortable and did not want to talk or if they wanted to meet with me privately at
another time to clarify any misunderstandings. We also took this opportunity to
select pseudonyms.
I had previously shared with the participants the concepts of polyrhythmic
realities (Brown, 1989) and critical thinking. In the focus group context I asked them
to stretch their minds a bit more to reflect on what this research experience meant to
them in terms of a dynamic and diverse group coming together to talk about aging,
learning, and living in an ALF.
Before I shared the categorized emergent themes with them, I asked for their
permission to do an activity that included sharing some specific quotes from each of
their interviews. They all agreed to participate. I first described how the activity idea
resulted from something I noticed during the transcription and coding of
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conversations with the residents. Different people said some of the same things,
often with the same exact words. Or they made statements that had similar meanings
with different words. I read aloud list of paraphrases of 10 statements. There were
numerous examples in my transcriptions, but for sharing in the focus group the
selection was based on at least three people making the statement.
The participants were encouraged to speak out in response to the statements,
talk about them, and then share with the group if they thought they made any of the
statements. I explained that there was no direct purpose for the activity, though it
was definitely not about memory skills. It seemed to me that interesting discussion
might result and new themes might develop. Group members discovered notions that
were uniquely felt but shared by others. Ideas that hadn’t occurred to some resonated
for them when they heard them. Many of them talked about realizing—for the first
time—that mood can impact responses and change connections to those responses.
Katalina laughed as she stated that she was worried she wouldn’t remember
making any of the statements, while Andie, Elliot, and Flo agreed that they probably
had said all of them. Luella laughed and said that she could identify what Cookie,
Lena, and Queenie said because she shared a dining room table with them and knew
them well. The group laughed in response. Table 13 outlines the activity.
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Table 13: Focus Group Activity
Statement

People who believed
they made the statement

People who originally
made the statement

I am complicated.

Queenie

Katalina, Lena, Maxine

I am always curious.

Everyone

Everyone

1 don’t want to be a burden.

Lena, Maxine

Katalina, Lena, Maxine

l a m a lifelong learner.

Everyone

Everyone

I wish I could do more.*
Andie, Elliot, Luella, H o
*This was an interesting
statement with two meanings:
personal frustrations or wanting
to do more things and not having
enough time in the day
I have many choices here.

Everyone had made
reference to this statement
multiple times and with
both meanings.

Elliot, Queenie, Ho

Elliot, Queenie, H o

Everyone*

Andie, Cookie, Elliot, Ho,
Homer, Lena, Luella,
Maxine, Queenie

I get sad or depressed.
*Ho and Queenie never
used these terms about
themselves, but did
observe it in others at
GlenPIace.
Iam not like most people who
live in the ALF.

Everyone

I am stuck.

No one

My faith is important to me.

Andie, Flo, Luella,
Maxine, Queenie

Everyone

Homer, Katalina, Lena

Andie, Flo, Luella,
Maxine, Queenie

A lively discussion ensued with people talking directly to each other (I did
not need to facilitate during this time). Some people even moved from their seats to
talk intimately with those residents who were limited in mobility. It was my hope
that connections would be made within this group that might extend past this day. At
a lull in the conversation, I suggested that perhaps this was an opportunity for any
interested residents to consider starting a discussion group or agree to meet at other
times to re-connect. I also encouraged them to talk with the activity director to
request adding reflective discussion groups, or at least facilitating logistics of room
assignments and meeting reminders.
With a few enlarged handouts, I outlined the steps I took for the transcription,
coding, and resulting analyses. We discussed word usage, sub-texts, and reflected on
a number of direct text passages. I had the full-text copies of the previous section’s
breakdown of the six categories of inquiry. But for discussion purposes, I introduced
the six categories and related themes in very synthesized form:
What is Learning?
Learning means different things to different people: wisdom, growth, curiosity,
change, work, doing, life experience, self-improvement, interaction, and connection.
How do vou describe vourself as a Learner?.
All described themselves as lifelong learners, even though some of have experienced
(or are currently experiencing) physical or emotional challenges that can be barriers
to learning. However, barriers were conveyed as temporary challenges to overcome.
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How does aging influence your Learning?
All made the point, though in different ways, that age is only a number. Most noted
that people age differently depending on their attitudes and personalities. This notion
resonated Schneider’s (2003) point that “life age does not do justice to the vast range
of differences among persons with the same chronological age” (p. 810). Everyone
made reference to “whiners” or “complainers” to avoid, but they separated these
personality types from those who are suffering or in pain due to illness. Each
participant all did comment on slowing down, but not necessarily as something
negative. Some viewed this as a way to enjoy life more and take time. Each one of
them highlighted that while age itself does not impact learning, age-related
challenges include limited mobility, limited resources, and lack of transportation.
How does vour health status influence your Learning?
Some struggled more with physical and emotional challenges than others, but all
shared the attitude that they wanted to make their situation better, had hope for
medical cures/interventions, and would not give up. This, however, was interpreted
differently by a few who specifically explained that although they were thankful for
each day and made the most of their lives, they were tired and ready to die.
How does ALF living influence your Learning?
Notions about li ving in an ALF had the most varied responses. About half felt they
did not make the choice to live here, or thought they would only be here temporarily.
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This same group expressed frustrations with being forced to leave their houses,
gardens, and many personal items in a crisis situation. And, these residents still felt
loss about not having had enough time or any input about the transition logistics. The
other half of this group felt they made the right choice to live here and experienced:
independence, freedom, and choice about the trajectories of their lives. Most all of
them identified that they were living with people who are much more confused,
isolated, or frail than they are and thought that the retirement model with some
assistance, was more suited to them. Conflicting responses were prevalent about the
activities as many residents made ambiguous statements about their perceptions of
and experiences with the activities. Some complained of “not enough to do” and also
noted they did not get involved with most activities.
Many cited a detached demeanor by the activity director and related issues
with activities that seemed more about helping her decorate the building rather than
artistic expression for the residents. All requested more interactive, educational, and
stimulating activities that were not focused on just building memory skills.
Suggestions included discussion groups about current topics on aging, wellness, and
research; interactive activities with guest speakers that were not in lecture formats;
groups that vary in size from small to large; art projects that are more individually
aesthetic than formulaic or craft-oriented; and opportunities to participate in hand
work groups that are not regimented or dominated by skilled people.
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What choice and access do you have to Learn?
The responses and emergent themes in this category were similar to the previous
ALF perceptions. About half of the participants acknowledged a host of barriers
including the rigid meal schedule, lack of transportation, low resources, poor
program planning, mobility limitations, and medical complications that impeded
their access. A few identified such profound challenges that they felt overwhelmed,
stuck, or unable to take even the first step. Yet, all of them agreed that they
maintained optimism, now matter how deep down or difficult to access, that their
situation was temporary or would improve through their own efforts and with the
help or interventions by others. A fundamental, though tenuous, balance every
resident identified was maintaining a level of independence (for some, that was the
ability to say “no” to something) and at the same time to graciously accept the most
minimal and appropriate help.
Many emphasized that the level of dependence always was shifting and they
had committed to never letting it get to such a point that they could not regain their
sense of self-efficacy. For some, the lowest level was not being able to walk, for
others it was their mood controlling them, and for others it was not being able to see.
Many spoke in terms of “I used to” or “I miss” doing, having or being some aspect
of life that is still very important to them such as driving a car, tending a garden,
decorating a home, or cooking in their own kitchen.
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Focus Group Summary
The gathering culminated with some discussion about paradox as we
revisited the theme we all agreed was the most pervasively experienced, that of
ambivalence or tension. Both Elliot and Katalina made the point that such feelings
are part of every life stage as they shared contradictory feelings from their childhood,
teens and middle age. Although usually quiet, Luella added,
Yes, I think this was the most difficult thing for me to make clear to you and
to myself. Somehow I think we force ourselves to think in ways o f one thing or
another. Not both, not both together. It is hard to think about this sometimes,
but I see now that I can experience both, or many things, feelings, all at once.
See, it is still difficult to explain...
Everyone was silent for a while, and then Maxine said,
Nobody wants to be a burden—feel like a burden—to their children. So we do
things that we think will help ease up their pressures. Life is so hard today
for them and their families coming and going. But anyway, you do something
to make it easier for them even when it is so painful to do.
Andie added,
Yes, yes. I dearly love my family and children and they love me. I couldn’t
love them more. But I knew I couldn ’t live with my daughter—she needs her
space and I need mine. They thought I would die, and they sold the house in
three days. So I had to come here. But I miss my house and roses. I miss my
neighbors. Yet, I have a very nice life. Really I do. So all these feelings are
layered together.
Such a concept was difficult to articulate, but strongly felt. I suggested they
spend the last few minutes compiling a list of the dichotomies. As the group
members called out their ideas, I recorded them. These tensions were sometimes
framed as polarities, but often reflected multiplicities. The counterbalanced needs

existed within and between the research participants as:
•

Done it all/missing out

•

Lonely/too many people around

•

Thankful for each day/ready to die

•

Lifelong learner/not learning enough

•

Many activities/not enough activities

•

Freedom/schedules

•

Growth/stagnation

•

Displaced/finding place

•

Fellowship/boundaries

•

Self/group

•

Privacy/isolation

•

Independent/dependent

•

Life as is/missing out

•

Accept now/long to be active again

•

Stubborn/survival

•

Flexible/give up

•

Young internally/old externally

•

Old self/new self/same self

•

Past self/present self/future self

•

TV as learning source/TV as brain-loss
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•

Not ready to die/ready to die

•

My needs/family needs

•

Respect/pity

•

Desire/exhaustion

•

Simplicity/pills, canes, walkers

•

Retirement/no direction

After more reflection, discussion, laughter, and some tears, the group expressed
their belief that they had each contributed new understandings about themselves and
each other to this collaboration. I emphasized that this project was just one of many
that students all over the area were doing and that the Executive Director had made
clear that she would pursue other interns and researchers to consider GlenPIace for
their projects. I again encouraged them to express their thoughts to the management
about program ideas and projects for the future.
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Chapter VI: Discussion
Compassion occurs only between equals—The Dali Lama
Introduction
The aim of this paper has been to portray the essence of my experience and
understanding of the learning, aging, and illness experiences for 11 residents of the
GlenPIace ALF. In doing so, I do not claim to have discovered or verified any truths
(Piatanida & Garman, 1999). Inspiration for exploring the concepts of learning and
care have come from sources over many years of my work, and Remen’s (1999)
ideas have been fundamental to my endeavors in this field study:
Of all the contemporary cultural institutions, education holds the greatest
promise for healing the wounds of the cultural shadow. In some ways,
education has historically held this responsibility. Educate, the root of the
word education, means ‘to lead forth the hidden wholeness,’ the innate
integrity that is in every person. And as such, there is a place where ‘to
educate’ and ‘to heal mean the same thing. Educators are healers. Educators
and healers both trust in the wholeness of life and in the wholeness of people.
Both have come to serve this wholeness. (35)
In this chapter I revisit personal assumptions, biases, and claims. Both the
document and the field study process began with expectations, inquiries, and the
research question: What might learning mean to 11 residents o f an assisted living
facility in Washington County, Oregon? My objectives for this discussion include
reflecting on the original research question and some claims I made prior to the
study; highlighting lessons I learned in the process; and a brief concluding statement.
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Claims and Research Question Revisited
Assertions & Actions
This section is a written testimony for reflective accountability. It is
disingenuous to claim to be a reflective practitioner if the lens of contemplation
focused primarily on audit trails designed only to clarify my processes for coding
and analyses. Rather, critical reflection necessitates frequent and recursive pondering
about how I think and what I think I know or understand. Ideas stated a year before
the completion of this research project need to be evaluated not only from data
analysis (i.e., categories of inquiry), but reconsidered as beliefs and assumptions I
held. I have tried to do as Denzin (1999) suggests and be “simultaneously existential,
autoethnographic, vulnerable, performative, and critical” (p. 510).
Throughout the field study, I frequently reviewed the first three chapters of
this paper to update literature sources, hone categories of inquiry, or make edits.
After completing the analysis section, however, I purposefully reviewed the earlier
chapters in an effort to scrutinize my own line of reasoning. Earlier in this paper, I
highlighted Henderson’s (1988, pp. 47-49) list of possible benefits of qualitative and
ethnographic research as rationale for the design selection of this inquiry. I re
consider each one in the following section.
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Did I achieve empathic insight into the phenomena being studied?
As an outsider I only experienced surface level understandings. And yet, I recall
Thome, Kirkham, & O’Flyynn-Magee’s (2004) caution that I need to remain
“skeptical of the immediately apparent” (p. 11). I believe I did establish bonds of
trust and interactions with some of the research participants that were profoundly
meaningful and influential. I have been changed because of my encounters with
them, and I do feel a sense of illumination and awareness of all that is left unknown
and to be known. This realization resonates the theme of unfinishedness and allows
for a sense of legacy through the voices of the research participants that their stories
and this text are part of unique and unfinished narratives. It is both a post-modem
challenge and a recasting of an African saying—when an older person dies a library
disappears—to conceive of the residents’ stories not being subsumed by the grand
narrative of medical charts or aging stereotypes.
At the same time, my experience of not feeling finished emerges from
frustrations that Metcalf (2002) articulates,
I feel many regrets about lost opportunities and unfulfilled relationships.
Fieldwork is a profoundly humbling experience, and its effects persist...
there is plenty of time to discover crucial questions that we failed to ask and
remember kindnesses that can never be repaid, (p. 11)
Based on conversations with the research participants, especially in the focus
group experience, it appeared that we facilitated each other’s efforts to explore with
empathy and curiosity. For most of the research participants, it was the first time
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they had been asked to think meta-cognitively and consider their learning and ALF
experiences. They all commented that this was new and it was a beginning for them.
Thus, perhaps for them the exploration was more about discovering phenomena to be
investigated. And for me as researcher, I learned about the taken-for-granted themes
I considered worthy of investigating.
Did I gain an understanding of culture-specific behaviors and significant elements?
I feel confident about having acquired some understanding of culture-specific
behaviors on three levels. First, I have worked in LTC environments over the last 12
years and was able to identify similarities early on in my study that aided me in
gaining access and building trust with staff and residents. Second, I was immediately
welcomed by a number of residents and staff who proactively facilitated my
introductions, group involvement, and 1:1 interactions very quickly. Third, I was
able to document numerous examples of key words, values, norms, patterns, and
shared meanings that I observed with the micro-level of the group of 11 research
participants and some specific to the broader level of GlenPlace norms for the entire
community.
Yet, I must make explicit that I cannot possibly know all the norms and
nuances because I was an outsider. I was on site at very specific times of day, with
the same groups of people. There were many residents I never met, spoke with or
observed. And the simple act of observing changed what I was observing.
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Did I link with the lives of the researched through conversation?
I believe I did make vital connections with many of the residents, especially through
conversation as evidenced by what I believe are detailed portrayals and
transcriptions. The residents shared so much more with me than I documented, and
their words and wisdom will continue to impact me personally and professionally.
Their disclosures conveyed depths of experience, accomplishment, and suffering that
have permanently dismantled for me the most common myth of homogeneity in
groups. As members of a variety of groups and cultures within GlenPlace, shared
meanings and understandings were evident. But a significant paradoxical component
of any culture is the uniquely perceived and experienced shared meanings.
As a result, any of the themes or patterns I identified in the analysis section
are made more intriguing by the realization that knowledge about groups or culture is
ever-changing, variable, and multi-layered (Gelfand, 1986; Nieto, 1992). Geertz
(1973) likened the layers to an onion that were forever peeling away in search of
meanings. I prefer the image of a multi-faceted prism; you can never get to a central
fact as you see many reflected truths and simultaneously reflect back a spectrum of
understandings.
Was I sensitive to situational shifts and negotiation of daily lives?
In this context I felt the most impotent, frustrated, and helpless. I frequently
intersected with a host of inhumanities, lost dignities, and detachments. Questioning
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myself about ethics, intervention, and boundaries was a daily struggle. I was seeking
definitive answers to a host of problematic questions. At first, I established a
personal criteria list allowing for intervention in response to any aspect of abuse or
neglect that was legally defined and reportable. Such parameters were not enough to
guide me.
Ambiguous disclosures, obstructed views, and complex personal dynamics
contributed to daily ruminations about my role and level of complicity I felt in
response to observations about things that seemed wrong, unfair, or inappropriate. I
was so sensitive to shifts and negotiations that it was sometimes difficult to evaluate
what my role actually was. Was I a researcher-as-advocate, researcher only,
practitioner-as-researcher, volunteer-practitioner-researcher, researcher-volunteerpractitioner, intern-volunteer-researcher-practitioner? The possible configurations
were endless and manifold depending upon who was questioning my roles. The
expectations for each role, I discovered, were both complementary and competing.
Was I attuned to details and subjective realities?
Where I mistakenly blurred boundaries and spread myself too thin, I was able to
perceive nuanced shifts and respond with appropriate pivoting or mirroring. My
willingness to pivot different realities along with those who experienced confusion
and psychosis allowed me to situate wherever the resident was. Because I didn’t
need to direct or orient the person, I could simply be with another.
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Were misaligned perceptions identified and explored?
It appeared that each one of us in this exploration shared thoughts about
misalignments within individual experiences and between the resident in the ALF
community. Many references were made to tensions, conflicts, and contradictory
perceptions and feelings about life experiences, learning, health status, and selfdirection. The word grids included in Appendix G capture a glimpse, although static,
of the multiple and competing rhythms of the 11 residents.
Diana Chapman Walsh (1999) articulates the complexities inherent in
multiple understandings as they often result in misunderstandings and conflict,
Conflict is necessary as a creative force. It is an iterative process of
differentiation and integration . . . You need to heighten, sharpen, amplify, and
augment the differences, both factually and emotionally . . . It wasn’t that either
one was collapsing into the other’s worldview, it was that they were finding this
third space that they held with their differences, (p. 212)
My search to get at multiple meanings by utilizing the polyrhythmic paradigm
recognized that the perspectives of the knower, the observer, and the inquirer are
real, true, false, knowable, and unknowable simultaneously.
Were emancipatory qualities and barriers to learning discovered?
Through their individual stories, the residents gave vivid examples of learning
identity markers and learning histories that reflected profound forms of selfexpression, growth, change, and meaning-making. Juxtaposing such descriptions
were candid disclosures of attitudinal, medical, access, and transportation barriers
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that had contributed to feelings of extreme loss of an independent or engaged-inleaming self.
Some of the residents helped me to understand that they were experiencing
limited expression and meaning, while others felt their options for creating and
engaging were endless. More importantly, however, they all recognized and shared
in the understanding that they had or might again experience feelings of expansion or
deprivation. The participants conveyed embodied experiences of unfinished lives
that were simultaneously emancipatory and restricted at GlenPlace.
Did 1 facilitate approaches that enhanced respect and supported autonomy?
In an effort to maintain privacy and slowly build relationships based on trust, I
mistakenly de-emphasized the group forums. The one focus group, however, turned
out to be the most expressive, self-directed, and mutually supportive encounter for
the 11 participants. For much of the session, I was able to be fully present, but not
directive. It was a profound experience to watch the group co-create and truly direct
their own dialogue. I was blinded by my own expectations and agendas, and missed
a great opportunity to cultivate just exactly what I was trying to investigate.

Revisiting the Research Question
This inquiry began with the question: What might learning mean to the 11
residents of an assisted living facility in Washington County, Oregon? Like
Brookfield (2000), I seemed to find that what is distinctive about adult learning is
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complex, paradoxical, and exists in multiple realities. The research participants from
GlenPlace, represented to me not only the intellectual, but also the embodied
existence of lived tensions as they “craved revealed truths” (Brookfield, 2000, n.p.).

Lessons Learned
Remen's point that, "we serve by who we are, not what we know" (2000, p. 5),
illuminates a theme for many of the research participants; Be genuine and perceive
that in others. To be genuine is to honor the resident's own frame of reference without
judgment, and “judging is a habit and hopelessness comes from our habit of judging”
(O'Connor, 1999, p. 151). Illness can strip one of memory, of reference, of voice, but
not of the awareness of being perceived as less than. On the most basic level, people
respond to feeling judged, but may not have the skills or faculties to transcend these
perceptions and instead absorb them with resulting feelings of hopelessness.
In this exploration I heard 11 residents of an ALF express their identity not
only as learners, but as learners who want to teach, share, and support others in the
many ways of self expression. In addition, they all recognized the impact that loss,
illness, and pain have had on their own learning experiences and for other ALF
community members. This journey uncovered notions more than definitions and
difficult-to-articulate expressions more than complete understandings. Rather than
being diminished by their struggles, the residents converged with and integrated the
struggles into mindful and fully lived lives in a myriad of ways.
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Each person taught me about an aspect of learning that captures Dewey’s
(1938) dynamic point that learning is more about reflecting on what one has
experienced than on the original experience itself. Reflection, in this context, takes
on a powerful and liberating aspect that any experience can be informative or
illuminating at any time it is re-considered—a limitless potential for understanding
self and others. This not only enhances the notion that aging is about becoming
rather than declining, but it allows for recasting the balance of being unfinished as of
having potential. As Ho often noted “There is always a next step” to everything.
Elliot, Ho, Maxine, Luella, and Queenie taught me that when the realities of
illness or impairment embedded themselves into their lives, it was a duality of
independent tenacity and the willingness to accept help that allowed them to navigate
their experiences in productive and powerful ways. Lena and Katlina helped me to
understand that even in the depths of anxiety and depression, parts of their
expressive selves straggle daily to reach out and make connections. And yet, they
conveyed another paradoxical existence,
Suffering is our most intimate, most indubitable possession. It cannot reveal
itself without disappearing in its revelation. This is both the sufferer’s and the
writer’s dilemma.. ..We do not hear, we overhear him. What we overhear is
the melancholic’s insurmountable difficulties of speaking to another.
(Schweizer, 2000, p. 232)
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As noted earlier, I was amazed to learn from Virginia that, with devoted care from a
family member, one can feel content and even stimulated without ever leaving her
rocker. But for Homer, did the system fail him or did he choose the life he led?

Future Considerations
Systemic challenges plague every level of LTC service delivery and program
development. Visionaries and advocates are needed at the policy level to stimulate
and hold accountable those who claim to engage older adults who live in restricted
settings. The individual stories some of the residents in this study told conveyed a
serious gap in the significance of learning for the aging resident living in an ALF
between activity planners and the residents. As Schneider (2003) claimed,
The sense of emptiness resulting from a lack of aims suggests the difficulty
of moving from aims determined by others to self-set aims, and above all to
ones which are personally meaningful....How can the connection between
learning and social change be concretized? (818)
Aging myths need to be dismantled, especially those that perpetuate the
notion of elder as other. An important step in this process is to include a spectrum of
older adults in the design and implementation of research. Sometimes it is necessary
to state the obvious (i.e., denied) as Withnall (2002) did,
To regard ageing of populations as a problem or a threat means that we also
begin to see older people as somehow different from the rest of the
population—“they” are not “us”—when, in fact, we should acknowledge that
ageing is something that we all experience. Older people are “us” —they have
just lived longer. (88)
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Additionally, current perspectives and policies that generalize those in a certain age
group or hinder socialization with residents not viewed as “normal” need to be
replaced with strengths-based frameworks.
The aspects of unconditional positive regard, conditions of worth, and
empathy Rogers (1961) recognized as key factors in relation of self to the world
were important for these ALF residents. The person-centered theory—without the
stages, terminology and directive approaches—requires commitment and respect of
both staff and resident. Miczo (2003) further highlights the temporal experience of
self-in-relation, as he explains, “reestablishing a positive self requires attention and
support of [the] other precisely because the self is a social construct” (p. 479).
A relationship built on trust is the cornerstone of any productive encounter,
whether personal or professional. Those in the relationship would be able to exist
within an optimistic view of human nature and unconditionally regard and support
each other. To fully empathize with another conveys an additional level of faith in
the health, motivations, and well being of residents and staff alike.
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Conclusion
Compassion occurs only between equals—The Dali Lama (n.d.)
Reflections & Suggestions
Research Process & Goals
I agree with Hurley (1999) that my ability to represent the perspectives of the
residents participating in this inquiry as faithfully as possible rested on the depth of
my familiarity with their lived experiences. The most salient aspect of the personcentered research approach, in terms of its relevance for this inquiry, was the belief
in the validity of each individual’s unique perception of the world. Diligence to
genuinely represent the participant’s world as he or she described it, defined it, and
experienced it was an imperative. However, I am compelled to ask Kastenbaum’s
(2003) question that I cannot answer: What did I not hear?
This document is my attempt to offer readers a “sense of what is at stake and
why” (Frank, 2004, p. 432). While an important aspect of the study was to place the
words of the participants at the center and not speak for them, I also felt a sense of
urgency to be an advocate for those who continued with the struggle to articulate and
be heard. During many of my conversations with the residents, there seemed to exist:
A gap between what they know and what they can say. That gap is a source of
powerlessness. What cannot be said cannot be acted on. What is inarticulate
cannot be protested and changed, or, in happier circumstances, it cannot be
sought after in purposeful ways. Social science gives people the power to say
it—not just feel it or imagine it—but say it out loud. (Frank, 2004, p. 437)
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Due to the limited focus of this field study, many emergent themes were not
fully considered in this paper. Notions about learning and meaning making for
residents of an ALF community rest on a host of environmental, sociological, and
cultural factors that either facilitate positive experiences or exist as barriers that
prevent interactions. Many examples of sub-cultures and stratifications emerged at
GlenPlace, though I believe all such groups provide opportunities for supportive
exchange. Further exploration is needed to discover how such factors like proxemics,
group identity, and personality traits converge with the ALF experience.
I attempted a discovery partnership that assumed even with vulnerability,
illness, and restricted living arrangements, all research participants were in the
process of learning and becoming rather than declining. This inquiry began as a
pursuit to find possible answers to the question: What might learning mean to 11
residents o f an assisted living facility in Washington County, Oregon? But, other
researchers and residents will discover different answers and ask different questions.
Participants as Researchers & Learners
Most of the research participants made clear that though they call out for
facilitation and programs to enhance learning interactions, they want to be
collaborators. The residents each identified challenges with competing individual
interests and larger community needs. They also emphasized that multiple
potentialities emerge from such challenges. Through their shared stories, the 11
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residents uniquely expressed how inspiration could arise in the most unexpected
places—both internally and relationally.
One starting point is a genuine willingness to provide the settings and
protocols to foster such growth. Perhaps the challenges of illness or impairment can
be recast as impetus for empathic exchanges, storied interactions, and opportunities
to learn more about self and others. A number of the participants suggested that
future research projects be conducted at more LTCs. They also advocated for
community-wide collaborations at GlenPlace to enhance opportunities to interact and
learn more deeply about what is vital to them as their health status shifts.
For example, the initial intake processes could include a component of selfreported areas of interest specific to learning history and future educational
explorations. Such an inventory might be a narrative or a brief survey to facilitate
discussions about the expectations each resident holds about learning and program
structures. Throughout the resident’s tenure, periodic meetings with the activity and
health staff might be offered to encourage the client to reflect on her own status of
well-being, sense of efficacy, and personal interests related to learning with a
comparison to the initial self-report Thus, the resident could be a partner in the
formal process of evaluation by being able to reflect and utilize meta-awareness by
encouraging each resident to consider: "[This] is how felt and thought then and
[this ] is how I feel and think at this point."
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Evident by resident responses in the interviews and within group interactions,
they want to be involved in the process of change in the center, to be part of the
critical reflection, discussions and planning necessary for growth. Every one of the
research participants made reference to the importance of their dual identity as a
unique individual and community member by explicitly illuminating the duality not
as a static polarity, but as a struggle for symbiosis. As they spoke about individual
conceptualizations for learning, they also reflected on the learning interests and
needs of their fellow residents and the impact the facility, staff, and program design
have on meeting both expressed and unrecognized learning needs.
The ALF Community & Program
I strongly believe the ALF model has the potential for meeting the holistic
needs, including multi-modal learning opportunities, for a spectrum of residents. It
appeared that for these residents lifelong learning is a dynamic, uniquely
experienced, and shared process that is ongoing formally and informally within
GlenPlace. More investigation into program design to determine what is engaging,
meaningful, or relevant for lifelong learners living in an ALF is needed. And,
discoveries about how multicultural, environmental, social, and logistical
components converge with the needs of individuals and the larger group need to be
illuminated.
The potential for a sense of communal life experiences has been successful in
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national models such as the PACE model for all inclusive care (Lee, Eng, Fox, &
Etienne, 1998) or Beacon Hill Village (Basler, 2005). In these models there are a
variety of program plans designed to meet the varying needs of each client on a
continuum. It seems that consideration of learning as a need or right in an ALF is
reflected in how leaders define their organizational culture and values and, whether
or not these values are only espoused or fully executed (see Goffman, 1961).
LTC and ALF leaders make the choice to be visionaries or profit-mongers,
life-enhancers or traders in lives. At GlenPlace the executive and marketing directors
appeared to welcome community interactions and research, though the activity
department seemed to be lagging behind with such goals. Acknowledgment and
awareness of identified program weaknesses and building design challenges
(including ways to use space for integrating retirement and assisted living clients)
should be viewed as springboards for evaluation and attempts at creative solutions.
The issues of proxemics could be better addressed with an active, ongoing
and consistent awareness of client needs as expressed by residents. The
implementation of a learning action committee composed of residents and staff
might elicit relevant ideas and foster a sense of partnership. It might also be
productive to apply McRae & Wagner’s (1978) suggestions for a successful program
and critical design factors that "address the personalities of clients, activity patterns,
community context and client sensory interaction with the immediate environment"
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(pp. 103-105) throughout the process of modification. Biggs (1999) elucidates the
point about the dynamic relationship between space, aging, and learning when he
suggested:
Space to accommodate surface and depth of experience...allow for an
element of playfulness in the expression of self; combine facilitative qualities
to sustain safe and stable environment; [and] stablility to allow experiments
in new ways of living to emerge. (219)
I would like to elaborate on this suggestion by asking critical gerontologists to
conduct research in LTC to support spaces for exploration into notions about what
learning might mean to residents of an assisted living facility.
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Appendix A: Site Request Cover Letter
Date
Name and Address
Dear
:
I am pursuing my doctoral degree in education and counseling at Portland State University and
am beginning my research project entitled Unfinished Journeys:
Elder Learners in an Assisted Living Facility. I am writing to ask if you would allow me to do
my project with GlenPlace assisted living community. Based on both your philosophy of a
progressive approach to care and your community partnerships, it seems that we share a mission
to discover the most meaningful ways to enhance aging through learning.
Attached you will find my resume, a brief description of the research plan, projected time-line,
and a sample of the consent form. My supervising committee, along with Portland State University’s
Human Subjects Review Board, will be monitoring my work. 1 can also provide you with both
academic and professional references. This is a qualitative study combining interactive participation,
interviews, observations, and group discussions as I explore what learning might mean to residents
living in GlenPlace.
My research is a partnership and I will bring to this work a sense of value for the participants by
sharing ongoing progress and hosting a ceremony of recognition for them at the conclusion. I have
over 12 years of professional work experience with elder clients in a variety of direct care, clinical,
and social service settings. 1 am guided by ethics and hold privacy, dignity, and the needs of the
residents, staff, and family above any of my personal project goals.
The research structure will allow me to function at times as a volunteer to support staff and residents
to lessen any disruptions my presence may generate. In addition, I have experience facilitating
workshops and I would be happy to host in-services on topics relevant to your needs.
1 am excited about this project and would appreciate having the opportunity to meet with you to
discuss the viability of my collaborating with GlenPlace.
Thank you for your consideration.
Sincerely,
Suzanne Simon
[insert contact information]
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Appendix B (page 1 of 2): Dissertation Research Project Title & Prospectus
Unfinished Journeys: Elder Learners in an Assisted Living Facility
Significance: While multiple learning opportunities exist as the aging experience
unfolds, elders facing some of the most complex physical and emotional challenges can
be perceived as “too old to learn.” For those living in Long-Term Care (LTC) facilities,
a lack of consideration as learners contributes to forms of deprivation that de-voices
individuals and hinders opportunities for growth. Instead, an attempt to understand
older adults as becoming and conceptualize them as learners might better facilitate
quality of life in LTC.
Summary. The goal of this inquiry will be to convey the meanings of learning
individuals living as a group in an assisted living facility (ALF) describe them. This
exploration into personal views and shared meanings may generate notions to improve
the quality of life through the facilitation of serendipitous learning and meaningful
structured activities that encourage a sense of self-efficacy. Unplanned discoveries and
objectives are expected.
Methods and Procedures: Due to inherent challenges of working with a vulnerable
population, ethical considerations will be kept at the forefront throughout the study.
The expected duration of this qualitative and participatory study is 6 months. Data will
be gathered through interactive participation, interviews, observations, and a focus
group. All data will be analyzed through a reduction process employing the project's
stated categories of inquiry and an open coding process. Noted themes will be used to
capture vivid descriptions and highlight elements that could be re-conceptualized for
care of this group.
Participant Recruitment: In working closely with the supervising caseworker, selection
will be based on willingness to participate. Informational meetings describing the
research project will be offered to staff and family. Consent will need to be gained from
the residents and all legal guardians. Every effort will be made to ensure that
participants do not feel obligated to participate in the study, nor imply that participation
is required to receive (or continue receiving) services with ongoing monitoring of
willingness to participate.
Informed Consent: After gaining approval from the site administrator, any legal
guardians will be contacted. The researcher will meet individually with the nursing
supervisor, each willing participant, and legal guardian to complete the consent
process. In addition, the consent process will be revisited and secured with each
individual interview.
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Appendix B (page 2 of 2): Dissertation Research Project Title & Prospectus
Unfinished Journeys: Elder Learners in an Assisted Living Facility
Potential Risks & Safeguards: Participants may experience anxiety or fatigue during
interviews. To alleviate strain, the interviews will be short and timed for respondent’s
convenience and comfort. The researcher will have frequent consultations with staff
and family to monitor any escalating behaviors conveying discomfort. Participation is
entirely voluntary and may be declined at any time. Anonymity will be maintained by
keeping the participant’s identity private through the use of pseudonyms. Vigilance to
the complexities of working with vulnerable eiders necessitates reflective evaluation of
each and every encounter with participants.
Potential Benefits: While participating in this study, potential benefits from
participation may include an improved sense of well-being, feelings of contribution,
accomplishment, and satisfaction. No payment will be provided for this project, and
there will be no cost to participate in this study. The participants will be contributing to
an inquiry that may possibly lead to enhanced understanding of learning and ways to
improve quality of life through an educational context for these and other residents
living in LTC facilities.
Records and Distribution: Every effort will be made to maintain confidentiality. All
data will be stored in locked files and will be kept on file for a minimum of three years
after the completion of the research. Any data included in documents or published in
scientific journals will not reveal the identity of the participants or the site, and will use
pseudonyms.
Flexible Project Timeline
Month
1

2

3-5

6-8
Ongoing

Activities

—Interact with people and learn protocols at location
—Begin meeting with potential participants and legal guardians
—Conduct informational meetings/in-services as needed
—Distribute written protocol statement and consent forms
—Formally meet and interview each participant privately
—Confirm participation and protocols and make adjustments
—Interact with and observe individuals and groups
—Continue interview sessions and observations
—Continue interview sessions and observations
—Begin coding data
—Informal observation and focus group
—Data transcription continues
—Begin to prepare final written project & closing ceremony
—Casual visits to site (gradual separation)
—Maintain detailed reflective observation notes and journals
—Conduct life history interviews to discover historical meanings
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Appendix C: Consent To Participate in:
Unfinished Journeys: Elder Learners in an Assisted Living Facility
[This sample document was adjusted to meet visual needs of participants]
Purpose and Description of the Research: You are invited to participate in a research study conducted
by Suzanne Simon, a doctoral student from the Department o f Graduate Studies in Education at
Portland State University. She is conducting a study in partial fulfillment of requirements for her
doctoral degree. Suzanne hopes to learn more about the meanings of learning for you and others living
at [insert name of site]. The expected duration of this study is 7 months. A few days a week, Suzanne
will observe some resident activities, participate in periodic community events, and interview
residents. If you decide to participate in this study, you will be interviewed individually at least two
times, meet in small groups two times, and be asked specific questions about learning.
Benefits and Discomforts: You will not receive any compensation for participating but potential
indirect benefits may include a sense of well-being and feelings of accomplishment. With the
interview process, you may experience fatigue, so you will determine break periods and duration with
all interviews as your needs require.
Confidentiality: Any information obtained in connection with this study that can be linked to you will
be kept confidential. Information will be kept in locked storage accessed only by Suzanne. Anonymity
will be maintained by the use of pseudonyms. Interviews will be tape-recorded, transcribed, and the
tapes destroyed within a timely manner. A limit to confidentiality includes suspected or confirmed
cases of elder abuse be reported as required by the State o f Oregon.
Participation in Research is Voluntary: Your decision whether or not to participate will not in any way
alter any service or care you are now or will receive and will not result in any penalty should you
refuse to participate. You are free to withdraw your consent and to discontinue participation at any
time. This research is a partnership.
Questions. Concerns, or Problems: If you have any questions about the study, please call Suzanne
Simon at (xxx) xxx-xxxx. If you have any concerns or problems about your participation in this study
or your rights as a research participant, please contact the Human Subjects Research Review
Committee, Office of Research and Sponsored Projects, 111 Cramer Hall, Portland State University,
(503) 725-4288.
Signatures: Your signature indicates that you have read, understand, and agree to participate in the
study. You may withdraw consent at any time and you are not waiving any legal rights or remedies. A
copy of this form has been given to you.
Signature of Participant_________________________________________ Date___________
Signature of Legal Guardian_____________________________________ Date___________
Signature of Investigator___________________________
Date___

231

Appendix D: Invitation to Participate in Research
[date]
Dear [resident]
Y ou are invited to participate in a research study about learning, aging, and living in an assisted living
community. I am pursuing my doctoral degree in education and counseling at Portland State
University and will be conducting my dissertation field project at GlenPlace. I want to understand in
what ways learning is or isn’t a part of your daily life. I also hope you will share thoughts about
living with any medical challenges.
Your anonymity will be protected by the use of a pseudonym. Confidentiality will be maintained by
having all notes in a locked file. I would like your permission to tape-record our interviews and
observe you during daily activities. As part o f the study, I will meet with you for an hour or two a
few times to interview you, and I will continue to observe you over the entire study. About 4 months
along you will be invited to attend two different focus groups with other study participants to talk
about some of the same questions discussed in the individual interviews.
If you agree to participate, you can change your mind at any time and withdraw from the project. Or,
you can decline to participate in any of the interviews, observations, or focus groups. You are also
encouraged to question me about the project, make suggestions, or share any concerns you have about
the study whenever you wish.
This project is not an experiment and does not involve “right or wrong” answers or actions. We will
be in this exploration together so that I can leam from you. You are the expert and teacher—I want to
learn about learning from you!
I have over 12 years of professional work experience with elder clients in a variety of direct care,
clinical, and social service settings. I hold privacy, dignity, and the needs of the residents above any
of my project goals. If I can provide additional information or answer any questions, please contact
me at [number]. Please feel free to contact your Executive Director with any concerns or questions.
I am very excited about this project and hope you will consider participating.
Thank you for your consideration.
Sincerely,
Suzanne Simon
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Appendix E: Individual Interview Guide, page 1 of 4
Date of Meeting:________________________
Last Name_____________________________
First Name_____________________________
Pseudonym_____________________________
Section I
Warm-up dialogue for each session:
•

Introduce myself with refresher information about project. Answer any questions.
o Icebreaker There is a saying that every person is like a library filled with many books
and chapters o f life experience and wisdom. I very much appreciate your taking the
time to talk with me and share some o f your wisdom and personal stories,
o la m interested in finding about aging, learning, and living in an ALF. I also am
wondering about how older adults are viewed as learners.
•
Review informed consent.
o I want to emphasize that your time with me is completely voluntary and we can take a
break or end the interview at any time. And, you can decline to talk about anything that
makes you feel uncomfortable.
o We will be meeting a few times together like this to talk about learning, aging, and some
o f your life experiences. I am also interested to find out about your current health status
and your experience living here a t ___________ .
At the close of each session:
o Thank you for taking the time to talk with me today. If you experienced any discomfort
please feel free to tell me now so that I can make changes before the next time we meet.
Or, please let a staff member know if you think about something to tell me or have any
questions when I am not here.
At the last 1:1 interview session:
o I am going to be hosting small group discussions with you and others who are
participating in this project to talk about some of the topics you and I have discussed. I
will be sharing the general points I have learned from all of you and ask you to talk more
about them as a group. But, I hope that you will feel free to share some of your
comments with the others.
Section II
Self-Report and Descriptors
o Before we talk about some specific topics, I would like to find out how you are
doing this week,
o How are you feeling today?
o How would you describe your health today?
o Please, tell me more about...

Appendix E: Individual Interview Guide, page 2 of 4
Section III
What is learning?
a.
b.
c.
d.
e.

f.
g.
h.

What can you tell me about the word learning!
When you hear the words learn or learning what do you think of?
What about education and learning—how do these words relate?
Please tell me more about...
Mark Twain (check for familiarity before sharing trivia/story) made
reference to a difference between schooling and learning—How would
you describe learning in school as compared to other types of learning?
In what ways can learning change a person?
What do you remember about school? Early years? School? College?
In my research I frequently come across the term lifelong learner, how
would you describe or define a lifelong learner ?

I. Perceptions

II. Thoughts

III. Behaviors

IV. Self/Story

Section IV
How do you describe yourself as a learner?
a.

When I think of learning, I think of many different situations. I
remember when I was little and I was trying to learn how to ride a bike
and how much fun I had. I also remember trying to learn my
multiplication tables and really having a hard time. Do you remember
similar times?
b. How would you describe learning experiences you had as a child?
c. [Discuss learning modalities and styles] Do you think you relied more
on listening, looking, or note taking to understand things when you
were a child? How about as you matured? And what about now?
d. Please tell me more about...
e. My first job was in a Chinese restaurant when I was 1 3 .1 had to learn
so many new things very quickly. What kinds of things do you
remember learning when you first [worked, go married, had
children,...]?
f. What about now?
g. What would you like to learn?
h. Can you tell me more about... ?
i. Can you tell me about a time you were surprised to discover that you
learned something new without intending to?
j. How do you think your age and health might influence your learning?
I. Perceptions
II. Thoughts
J III. Behaviors
IV. Self/Story

Appendix E: Individual Interview Guide, page 3 of 4
Section V
How does aging influence your learning?
a.
b.
c.
d.
e.

f.

I frequently come across sayings like use it or lose it, never too old, or
you can’t teach an old dog new tricks when I read about aging.
How do you respond to a statement like “too old to learn”?
How do you think age matters when it comes to learning?
What do you think are some ideas people have when comparing
younger learners to older ones?
I have heard stories about people graduating from college when they
were in their 80’s or 90’s. I also know about a man who learned to
read at the age of 90. What kinds of challenges do older learners face?
What advantages are there to learning when you are older?
Disadvantages?

L Perceptions

II. Thoughts

III. Behaviors

IV. Seif/Story

Section VI
How does your health status influence your learning?
Now, let’s talk about your health. Please do not feel obligated to share anything
you are not comfortable discussing.
a. How would you describe your general health over most of your life?
b. Please tell me more about...
c. What about your current health status?
d. How do you think your health/illnesses/disabilities [insert term
participant uses] currently influences how you live your life?
e. In what ways do you think [insert term from question e.] influences
how others think of you or interact with you?
f. I have read some very moving books by people who write about living
with their illness. Some authors share the feeling that their illness
experience is unique. What do you think about that?
g. What do you think the relationship might be between [insert term from
question e.] and a person’s ability to learn things?
h. Some of the authors I just mentioned also talk about wanting to “tell
their story about their illness experiences” rather than just talk about
symptoms and treatment. If you were to write a book about your
illnesses or medical challenges, what would the title be? What would
some of the chapters be?

I. Perceptions

II. Thoughts

III. Behaviors

IV. Self/Story

Appendix E: Individual Interview Guide, page 4 of 4

Section VII
How does ALF living influence your learning?
a.
b.
c.
d.
e.
f.
g.
h.
i.
j.
k.

How did you come to live here at [ ]?
What kinds of activities do you like to do or participate in here?
What are some things you used to do but don’t do now?
Please tell me more about....
What is something new you learned recently?
What other things have you learned since you moved here?
What are some things you haven’t had the chance to learn?
Please tell me more about....
What are some things you have been asked or expected to learn here?
Do you enjoy learning new things alone, with others, or both?
Please tell me more about your experiences with the daily activity
programs here related to opportunities to team new things.
1. How would you describe some of the people who live here?
m. How do you think some of your neighbors or friends here might
describe themselves as learners?

I. Perceptions

II. Thoughts

III. Behaviors

IV. Self/Story

Section VIII
What choice and access do you have to learn?
a. What do you think of when you hear the word “independence”?
b. What other words come to mind when you hear the word
“independence”?
c. How about choice and the choices you have in your life now?
d. I was also wondering about access—getting to things, places, or
experiences—in your current living situation.
e. Can you give me some examples o f... ?
f. Please tell me more about your independence right now.
g. In what ways does living here at [ ] help or hinder your
opportunities for learning? Day-to-day? Overall?
h. How do you think formal learning opportunities could be included
in the program here? Individual or group?
i. How do you think things could be improved with your living
experience?________

I. Perceptions

II. Thoughts

III. Behaviors

IV. Self/Story

Appendix F: Observation Field Notes Guide
(Actual Guide will have more space for writing)
Date:__________ .Time:_________ _Flace:__________________
Circle one:
Active Participation
Removed Observation
Individual Interview
Focus Group
Key Events of the Day:_________________________________ _______________________

Context
People

Sensory

Facts & Numbers

Physical
Environment
Emotional
Environment

Group Dynamics

Contradictions
&
Exceptions

Emerging
Patterns

Key Words

My Questions

Descriptive

Reflexive

Appendix G (page 1 of 11): Thematic Word Synthesis Grids
Andie
Category of
Inquiry
What is
Learning?

Perceptions

Thoughts

Faith
Adult Student
Teacher

Find ways

Keep going
Exercise
Stay out of
wheelchair

Everyone
thought I
would die
with illness

Limited options
Others isolate
Few read

Few learning or
interactive
activities here

Loving
family; made
plans without
me

Create options

Activity staff
not engaged
Learn every day

Participate as
much as
possible even
in boring
groups to help
others
Always be
ready to learn

Listen
Focus
Attention
Understand
Attitude
I can
I try
I help

How does
aging
influence
learning?

Only a number

Don’t think
about age

How does your
health
influence your
learning?

Losses

How does
ALF living
influence your
learning?

What choice
and access do
you have to
learn?

Self Story

Read
Concentrate
Practice
Prepare
Interact
Seek
Read
Teach
Respect
Do for self
Senses vital
Still learn

Wisdom
Comfort
Growth
Care
Joy
Service
Connections

How are you a
learner?

Behaviors

Help others
Love
Letterwriting

Maturity as
survival skill
throughout
life

Serve others
to help them
learn

Appendix G (page 2 of 11): Thematic Word Synthesis Grids
Cookie
Category of
Inquiry
What is
Learning?

Perceptions

Thoughts

Understand
self and others
Care

Hay
Exchange

How are you a
learner?

Very social

Want to learn
more

How does aging
influence
learning?

It’s not about
age but illness

How does your
health status
influence your
learning?

Behaviors

Self Story

Read
Write
Hobbies
Art
Use hands
Curious
Practice

Bookkeeper
Majorette

Slow down

I do less and
less

I forget things

Everything
depends on
physical
ability

Everything is
harder now

Cancer
Diabetes Heart
Can’t walk
Vision bad

When things
pop, they
really pop

How does ALF
living influence
your learning?

Not my choice
to live here

Used to be
many more
activities here

Don’t attend
activities

Everyone likes
me

What choice and
access do you
have to learn?

I ’m not
independent in
many ways

Not learning
much new now

Get along
Not much
I can say no to
some things

Good student

My kids
control me

Appendix G (page 3 of 11): Thematic Word Synthesis Grids
Elliot
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story
Visual
Navy

Not enough
time

Do
Try
Adapt
Growth
Can
Be best self
Curious
Read
Make
Create
Keep going
Research

I am stabilized
now

Endorphins
Mindset

Facts
Medication

Depression
Anxiety
Evolve

How does ALF
living influence
your learning?

Many choices

Plan day
Use resources

I am alive
because I
came her

What choice and
access do you
have to learn?

Many choices

Something
New
Technology

Make work
Involved
Adjust
Interact
Humor

What is
Learning?

Ideas
Attitude
Empathy

Internalize
Understand
Brain (6)

How are you a
learner?

Stop learning,
stop growing
Humor

Can
Words
Positive

How does aging
influence
learning?

Future
Lifelong

How does your
health status
influence your
learning?

Can do
Artist

Help others
Accept help

Endless

Appendix G (page 4 of 11): Thematic Word Synthesis Grids
Flo
Category of
Inquiry

Perceptions

Thoughts
Fun/humor
Listen
Do & try
Always
learning

Behaviors
Curious
Read
Write
Jump in
Active
Work hard
Lifelong and
practice every
day

Self Story
Church

What is
Learning?

Confidence
Faith

How are you a
learner?

Optimistic

How does aging
influence
learning?

Connect

Advantages
Barriers of
attitude

How does your
health status
influence your
learning?

Thankful for
good vision

Ignore barriers

Stroke
Not in w/c
forever

Do as much
for self as
possible and
accept help

How does ALF
living influence
your learning?

Best choice

Learn to ask
right people

Arts
Crafts
Word games

Best decision

What choice and
access do you
have to learn?

Always next
step

Do for self

Make it work

Always look
for the
opportunities

Long
friendships

Appendix G (page 5 of 11): Thematic Word Synthesis Grids
Homer
Category of
Inquiry
What is
Learning?

Perceptions
Work
Watch
Plan

How are you a
learner?

Thoughts
Think about
what is next
Be prepared
Open Mind
Confident
about past
skills
Missing out
Used to

Behaviors

Self Story

Work hard
Hands on

Business
Work hard

Calculations
in head
No sitting
Isolated

Had good
memory

How does aging
influence
learning?

Feel so old

Push/Pull

How does your
health status
influence your
learning?

Healthy into
80’s

Gone so far
down

Blind
Hearing
impaired
Fainting

Blindness
barrier to
everything

How does ALF
living influence
your learning?

Others here are
so confused

Haven’t
adapted

Call this place
a mental
institution

What choice and
access do you
have to learn?

No choices

I am not like
others here put
people think I
am
Don’t want to
learn

Stay put and
listen to the
radio

Don’t want to
be in LTC, but
have to

Appendix G (page 6 of 11): Thematic Word Synthesis Grids
Katalina
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story
Overcome
Adult learner

Potential
Find self

Change
Opportunity
Childlike
Engage
Loner
Read
Listen
Hands on
Always can
learn

Dead
Frozen
Not me

Defensive
Overwhelmed
Tired

Anxiety
Depression
Worry

111 or
complicated?

How does ALF
living influence
your learning?

Losses and lost

Mundane
No interaction

Hide
Isolate
Sleep

What choice and
access do you
have to learn?

Not felt but
know I have

Awaken
Live
Experience

Hard to act on
and do

No one
listens
Not
interactive
D on’t give
up & get
help when I
need

What is
Learning?

Imagination
Art
Excite
Overcome
Strive
Instinct
Words have
power
Mindless old
lady

Curiosity
See & do
Wonder
Find niche
Take steps
Pay attention

How does your
health influence
your learning?

How are you a
learner?

How does aging
influence
learning?

Pioneer
Nurse
Artist
Learn thru
children
Caught inbetween

Appendix G (page 7 of 11): Thematic Word Synthesis Grids
Lena
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story

What is
Learning?

Too much to
think about

That is a hard
question

I want to
create

How are you a
learner?

Deep down, I
am but can’t
find me

You have to
want to learn

How does aging
influence
learning?

Matters to
some

Learning is
remembering

Sassy
Smart
Learn from
experience
Confused
Can’t
remember

How does your
health status
influence your
learning?

Have so
much trouble
lately

Want to be
outside more

Hearing and
vision loss
makes things
hard

Overwhelmed
Used to
Want to

How does ALF
living influence
your learning?

Lost
everything

Miss caring
for house and
garden

Hard to give
up car
Bingo

Where will I
go?

What choice and
access do you
have to learn?

No choices
anymore

Things don’t
make sense

Prove others
wrong by
learning all you
can
Artist
Painter

Not about the
age

Find myself

Appendix G (page 8 of 11): Thematic Word Synthesis Grids
Luella
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story

What is
Learning?
How are you a
learner?

Meaning

Growth

Experience

Hands-on

Lifelong

Create
Listen

Decorator
Family

How does aging
influence
learning?

Give and take

Fond
memories

Create
Organize
Design
Not about age,
about health

How does your
health status
influence your
learning?

Pain and
discomfort

Thankful for
what I can do

Limited:
Vision
Mobility

Help from
family

How does ALF
living influence
your learning?

Had to sell
house we
built

Enjoy privacy
Others suffer

Enjoy musical
activities

Support
tablemates

What choice and
access do you
have to learn?

Find ways

Barriers with
health, but try

Used to
Miss

Daughter takes
me out

Miss husband

Appendix G (page 9 of 11): Thematic Word Synthesis Grids
Maxine
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story
Faith
Hands on
Family
Religion
Service

What is
Learning?

Something new
Bible study

Memories

Get education

How are you a
learner?

Social
Fun

Be stimulated

Study Bible

How does
aging
influence
learning?

Personality
matters more
than age

Each person
handles aging
differently

What was I
doing?

Caring for
others

How does your
health
influence your
learning?

Doing well
considering

Used to and
miss

Blind
Arthritis

Do what I can

How does
ALF living
influence your
learning?

Miss garden and
own kitchen

Still learning
new things
about living
here

I am
complicated

Don’t need to
do much
anymore

What choice
and access do
you have to
learn?

When I eat
What I eat
Bedtime
Faith

Bible study
class twice a
week

Walks
Play checkers
Music

Thankful but
ready to die

Appendix G (page 10 of 11): Thematic Word Synthesis Grids
Queenie
Category of
Inquiry

Perceptions

Thoughts

What is
Learning?

Stubborn
Survive

Quality
Concentrate

How are you a
learner?

Get help
Tenacity
Faith
Never give up

Hard work
Challenges
Partnership
Still here
No coasting

How does your
health influence
your learning?

Others give
up, not me

Anything is
possible

How does ALF
living influence
your learning?

House and car
left behind

This move was
to be
temporary

What choice and
access do you
have to learn?

Many choices

Have to keep
strong for cure

How does aging
influence
learning?

Behaviors
Work
Adapt
Read
Laugh
Get off duff
Don’t give up
Keep testing
brain

Self Story
Partners with
Husband and
therapist
Faith
Church
Family
Read and do

Stroke
Focus on
therapy and
future
Enjoy family
Miss home

Post-stroke:
Drive
Raise Family

Do all I can

I wish I could
do more

Get back
home

Appendix G (page 11 of 11): Thematic Word Synthesis Grids
Virginia
Category of
Inquiry

Perceptions

Thoughts

Behaviors

Self Story

What is
Learning?

Change and
improve

Don’t worry

Doing

Best wife and
mother

How are you a
learner?

TV
News
Conversation
Wise as I can
be, but can
always learn
more
Accept loving
help from
daughter

Can still use
my brain

Still learning
but not active

Family and
church

Learning how
to be 95

Keep going
and be happy
for every day

Younger is not
better

Keep brain
sharp with TV

Can’t hear or
see well. Can’t
walk, but like
to rock in chair

All the help I
need

Happy as a
clam here in
my room.

Keep to myself
in my room
Not lonely

Won’t need to
move again.
Will die here.

Independent as
I am able to
be. I can say
no and people
listen

Handle life
with grace

I bask in the
love of others

How does aging
influence
learning?
How does your
health status
influence your
learning?
How does ALF
living influence
your learning?
What choice and
access do you
have to learn?

Others are
confused,
negative, and
whine
Get all I can
out of each
day

Appendix H (page 1 of 3): Integrative Analysis of Key Themes
Name
Andie

Learning
Attention
Care
Comfort
Faith
Focus
Listen
Growth
Practice
Prepare
Understand
Wisdom

Cookie

Understand
Self/other
Care
Play
Exchange
Read
Write

Elliot

Adapt
Attitude
Curious
Empathy
Ideas
Internalize
Understand
Brain
Try
Visual

Ho

Confidence
Faith
Fun/humor
Listen
Do & Try
Curious
Read
Write
Church

Learner
Adult
Attitude
Can
Children
Help
Interact
Lifelong
Love
Read
Seek
Teach
Try
Art
Curious
Hobbies
Lifelong
Learn
Practice
Social
Use
hands
Can do
Grow
Humor
Learn
Words
Positive
Hands on
Create
Read

Aging
Do for self
Only a#
Maturity
Senses
Still learn
Survival

Health
Exercise
Find ways
Keep going
Losses
Stay out of
w/c
Still alive

ALF
Limited
Isolation
Few Read
Non-interact
Non-engaged
Participate
Help others
Family
decide

Choice
Create
option
Help
others
Learn
daily
Ready to
learn
Serve
others

Not age
Illness
Do less &
Forget
Slow down

All depends
on health
Cancer
Diabetes
Heart
No walk
Vision bad

Not my
choice
Used to be
Don’t attend
Get along

I’m not
independe
nt
Not
learning
Say no
Kids
control

Future
Lifelong
Learning
Not enough
time
Keep going
Research
Help others
Accept
help

Stabilized
Endorphins
Mindset
Facts
Medication
Depression
Anxiety
Evolve

Many
choices
Somethin
gNew
Technolo

Active
Always
Friends
Jump in
Learn
Optimist
Work
hard

Connect
Advantages
Barriers of
attitude
Lifelong
Practice
every day

Accept help
Do for self
Vision ok
Ignore
barriers
Stroke
Not in w/c

Many
choices
Plan day
Use
resources
Make work
Involved
Adjust
Interact
I am alive
because I
live here
Best choice
to live here
Learn to ask
right people
Arts and
crafts
Word games

gy

Humor
Endless

Always a
next step
Do for
self
Make it
work
Always
look for
chance
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Name

Learning

Learner

Aging

Health

ALF

Choice

Homer

Prepared
Open mind
Next step
Plan
Work
Watch

Work
hard
Hands on
Business
Confident
Past skills
Calculate
in head
No sitting
Good
memory

Feel so old
Missing out
Used to
Isolated
Push/pull
Lifelong

Health to 80
Gone down
Blind
Hearing bad
Fainting
Blindness
barrier to
everything

No choices
Empty
choices
Don’t want
toleam
Stay put
and listen
to radio
Don’t want
to be in
LTC, but
have to

Katalina

Imagine
Art
Excite
Curious
See & do
Wonder
Change
Opportune
Childlike
Overcome
Adult
learner
Lifelong
Instinct
Engage

Mindless
old lady
Potential
Find self
Always can
learn
Caught inbetween

Dead
Frozen
Not me
Defensive
Overwhelm
Tired
Anxiety
Depression
Worry
111
Complicated

Lena

Too much
to think
about
Hard
question
I want to
create
Prove
others
wrong by
learning

Strive
Words
Find
niche
Take
steps
Pay
attention
Loner
Read
Listen
Hands on
Pioneer
Nurse
Artist
Learn
thru kids
Deep am
leamercan’t find
me now
Want to
learn
Sassy
Smart
Learn
from life
Artist
Painter

Others here
so confused
I am not
like others
here but
people
think I am
Haven’t
adapted
Call this
place a
mental
institution
Losses
Lost
Mundane
No
interaction
Hide
Isolate
Sleep
No one
listens
Not
interactive

Matters
some
Learning is
rememberi

Have so
much trouble
lately
Want to be
outside more
Hearing and
vision loss
makes things
hard
Overwhelm
Used to
Want to

Lost
everything
Miss caring
for house
and garden
Hard to
give up car
Bingo
Where will
I go?

No choices
anymore
Thinks
don’t make
sense
Find
myself

Confused
Can’t
remember
Not about
the age

Don’t feel
like I do
but know I
do
Awaken
Live
Experience
Hard to act
on and do
Don’t give
up and get
help when I
need
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Learning

Learner

Aging

Health

ALF

Choice

Luella

Meaning
Growth
Experience
Hands-on

Lifelong
Create
Listen
Organize
Design
Decorate
Family

Pain and
discomfort
Thankful
Limited
vision and
mobility
Help from
family

Something
new
Bible
Memories
Get
education
Faith
Hands on
Family

Social
Fun
Stimulate
d
Bible
study
Religion
Service

Queenie

Stubborn
Survive
Quality
Focus
Work
Adapt
Read
Laugh

Virginia

Change
Improve
Don’t
worry
Doing

Get help
Tenacity
Faith
Hard
work
Challenge
Partners
Don’t
give up
Church
Family
Wife and
mother
Family
Church
TV
News
Converse
Still use
my brain
Still
learning
but not
active

Had to sell
house we
built
Enjoy
privacy
Others suffer
Enjoy music
Support
tablemates
Miss garden
and own
kitchen
Still learning
new things
about living
here
I am
complicated
Don’t need
to do much
anymore
House and
care left
behind
This move
was to be
temporary
Enjoy family
Miss home
Get back
home

Find ways
Barriers with
health but
still try
Used to
Miss
Daughter
takes me out

Maxine

Give and
take
Fond
memories
Not about
age, about
health
Miss
husband
Personality
matters
more than
age
Each
person
handles
differently
What was I
doing
Caring for
others
Never give
up
Still here
No
coasting
Keep
testing
brain
Read and
do

Others here
are confused,
negative, and
whine
Happy as a
clam here in
my room
Keep to
myself in
room not
lonely
Won’t need
to move
again
Will die here

Get all I can
out of each
day
independent
as I am able
to be
I can say no
and people
listen
Handle life
with grace
I bask in the
love of
others

Name

Wise as I
can be, but
can always
learn
Learning
how to be
95
Keep going
Be happy
for every
day
Younger is
not better

Doing well
considering
Used to
Miss
Blind
Arthritis
Do what I
can

Others give
up, not me
Anything is
possible
Stroke
Focus on
therapy and
future
Drive
Raise
family
Accept
loving help
from
daughter
Keep brain
sharp with
TV
Can’t hear
or see well
Can’t walk
Like to
rock in
chair
All the help
I need

When and
what I eat
Bedtime
Faith
Bible class
twice a week
Walks
Play
checkers
Music
Thankful but
ready to die
Many
choices
Have to keep
strong for
cure
Do all I can
I wish I
could do
more
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Appendix I: Focus Group Interview Guide
Date of Meeting:__________
Group #___________'
Participant Names_________________________Pseudonyms_

Section I
•

Introduce myself with refresher information about this project. Answer any
questions.
o I will be sharing the general points I have learned from, all o f you and ask
you to talk more about them as a group. I will not disclose any personal
information that you shared with me, but I hope that you will feel free to
share in this group.
• Review informed consent.
o I want to emphasize that your time with me is completely voluntary and
we can end the interview at any time. Let us also agree that what we
share here is confidential.
o As you have requested, this meeting will not be tape-recorded.
At the close of session:
o Thank you for taking the time to talk with me today. I f you experienced
any discomfort please feel free to tell me or please let a staff member
know if you think about something to tell me or have any questions when I
am not here.
Section II
• Check-in
o So let’s take a few minutes before we start our discussion and
introduce ourselves and share anything you want to about how you
are doing today or how your week has been going.
Section III
• Discussion Topics. I will share the general themes I learned from you about
the following questions. Feel free to respond or interject at any point.
o What is learning?
o How do you describe yourself as a learner?
o How does aging influence your learning?
o How does your health status influence your learning?
o How does ALF living influence your learning?
What choice and access do you have to leam?
Section IV
• Group activity: Optional

